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cvnmdgBOD, a coBinwnity activist, a man and an imwva^ 
AIDS prevention. Cofoomtef of the STOP AIDS Project, Sam WIS 
convinced bom the itsft tlwt AIDS prevendoo was not leaUy a 
•IwrthwtaraiinaiaiM'brtaiocialmariMdngon^anh^ 
on u B d enua dl at community norms and values. The tpiestion he 
posed for himsrlf and others as we began to write dus book was. 
Hem do we creaie new paneras of inienKtioD widiin dK community 
dMt aoppoit new iMttems of behavior and healdi? 
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Foreword 



In early 1981» a condition indicative of immune deficiency was 
seen in a few young men in Califcmiia and New York* Even as the 
nttnd)e)rs began to increase, no om could have predicted that by the 
end of the 1980s, over 100,000 more individuals in the prime of life 
would be diagnosed with the same problem and well over 60,000 of 
them would be dead as a result of it 

loday, almost every conununity is touched by the HIV epidemic, 
caused by infection with the human immunodeficiency virus. Public 
health leaders are recognizing diat this epidemic is different from 
odier healA jnoblons. Because of the relationship of the spread of 
HIV to sexual bdiavior, particularly gay male sexual behavior, and 
illicit drug use activities, tiiose infected and the groups they repre- 
sent have been stigmatized. Homq)hobia, racism and ixrational fear, 
leading to diaciimination and even violence, have made this disease 
not Mly a medical problem, but a social and political one as well. 




tUt IWM ifait oooiDuidties wm have to be piotctive. to take ri^ 
«ii to kim Cm the MocMset and Mures of ochor affect 
mmtlkit. How o ommuiriite i ntpood will detennine how effective 
W6 wffi be ki twHm tfrfi ni^itinare. 

tlii l wkilly , wherk fined with a new health crisis, governments 
hwe MBpied to take oootiol, to detetmine the nature and scope of 
the imbkn and to provide, to the extmt possible, the necessary 
faDrnin and financial resouoes. However, with die advoit <rf AIDS, 
it became very clear ditt diis new "plague** was unlike those of the 
past and needed imuvative qq>ioaches. In ovder to prevent the qnead 
of HIV infectkxi, dififoeot educational and prevention programs 
were required to convince individuals and groups to change very 
basic, penood bdiavion. 

The San Rrancisco DqMrtment of Public Health recognized at the 
outset diat it should serve as a convener and r.:cilitator, bringing 
lofediar pobUc healdi leaders, private physiciaii^ researchers, estab- 
lished coi n i niHiily groups, peqple widi AIDS, and experts in com- 
mnni catio B, edncatkm and nuofceting. Once a plan of acticm was 
agreed upon, the Department served as the funding source for pro- 
grams to be implemented, in lazgs part by the gay ccxnmunity, and 
Imcff b^ «duiic minority orgasir^ons. Woridng together, although 
T^. ... 7 ■ in pediBCt harmony, San Rancisco's various agencies 
^ai f "^. n i z a t io n s created a reqxmse that h»s served as a model bodi 
nsmM)tj and woridwide. 

Thfooj^mut die qridemic, there has been an emphasis on problem 
solving within die affected communities. The result has been not 
only more humane and conq>assionate services, but also mcxe effec- 
tive care at a kiwcr cost Also, eariy in die epidemic, die availability 
oi cohuially-sensitivt; and hmguage-^ppropriate educational and 
infonnaiional programs may have had an effcv on die incredible 
decline in unsafe sexual behavior among gay men, with a conc(Mm- 
tant reduction in new infisceons, which fell to less duui 1 percent in 
1987. Ui^octunalely, diere appears to be a rela'ively small relapse 
rale among dtis froup, ^di demonstrates die importance of con- 
tinued pievmdon activities for all at-risk populations. 

The loMona leaned in dian Francisco are presented in diis book as 
a case study of a oommunay in action. To end diis epidemic, each 
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rtj n^ w ity irmnt mnnnt an aypMMVft pfgVftntk« CMmtjgn thlt neVCT 

lBiiiil||ltt of Ike bnBia tnfedy of HIV disease. Obv^^ 
Mgi^ iw iMIfi mil \% Mmw pnHrirsHy, socially and eco- 

■wrtflHi twii mnit nf thn Tnv rmrnrff^ rr^t^ ^ ' 

llttiUloMi«^tapim am be adaiMed to the special 

ia tedtWBlQiawK and inylementaiion of San Fnuicu^ 
pnwwto cffiM and ait to be credited in large pan for its success. 
Tbey deviy demonitnte that the impomnce of woridng together 
cvaot be overestinnied FurthenxMie. the fact tha: they write from 
tfadi own ftKpwtgt>«f- and involvement in the process adds to the 
slCBQi^Qf tUtbook. 
Sadfy* tfloateof cities and k)calities have been— and are being— 

overwhelmed by tfiis qndenoic. Even San Fnuidsco is feeling die 
cmiMai pressure of a rqiidly inCTeasing caseload, a dwindling sup- 
pty of volnnteers, funding sources unat^ to nuiteh the denuuid and 
cooopedtkn for scarce prevention resources. Nationwide, local, state 
«m1 fiBdenl oensonhq> (tf educational canqudgns is a proUeoL In 
adiHtkn. various populadon groups are truggling for self-determi- 
nation in the creation of culturally relevant prevention strategies. As 
the "fine** of AIDS changes and includes more women, children, 
mifyrr*!**^ and drug users, the problems \all become even more 
oonaplex. Communities still relatively untoudied have die qqiortu- 
ni^ 10 bq;in dds cooperative and collaborative approach before it is 
100 Itte. Rfiooit statistics cleariy demonstrate diat the qiidemic is 
moving out of mi^ cities and into smaller towns nationwide. Hme 
is cridcaL Ihe process will be a long and challenging one. But, 
oomnmnity by community, we can bring an end to this devastating 
epidemic. 

Mervyn F. Silverman, MD, MPH 

PlBSniBKr, AlCRlCAN RXNMTMN R» AIDS Rbs^^ 

Dnacm. Tte Roam Won J(HMON FouoAiioN 
AIDS Health Sexvicei Prooram 
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The making of Ending the HIV Epidemic: Community Strategies 
bt Disease Prevention and Health Promotion has been a Img, chal- 
and ultimatdy rewarding porocess. In 1986, The Robert Wood 
Jbhasca F ndatioo awarded a grant to die Institute for Healdi Pol- 
icy Stadiei of die Univenity of California, San Francisco, to estab- 
liA aa AEDS Resource Pro^ranL llie purpose of die prognun was to 
assist oommimities outside San Francisco in responding to the HIV 
qadeo^ nd to siqppoit San Francisco's public and private agencies 
in par^ijhg iafiomiatioa and assignee to odier coauminities duough- 
oistt dwlfoiled States. The seed monies to support die development 
of ddt book were made available duough die AIDS Resource Pro- 
gnstt 10 Ae San Francisco AIDS Foundation. 

Oar pmpoie widi diis book is to provide readers— public healdi 
leidflttt coauniiiiity organizers, pdicymakers, community-based 
agency (fiiecton and healdi educators— with the most accurate in- 



fcm mtoa and eq>ert thougjit on developing prevention strategies to 
fidaetteipreadof HIV incomnninities throughout this nation. It is 
«te«kiboat^ ftandsco's efforts to develop a community-wide 
W^fegmH^ itottegy, not ibout our cooqui^ensive. oommunity- 
bii^ tjfUm of care and support for people with HTV disease. We 
teJuMl&ated our ^scussion to primary inevention, the preven- 
tiil«fHIViiifectioiL 

'tiikp not a achokrly book. It is not targeted to die research 
oaomrli^. It is not naeant to sit on library shelves. It is targeted to 
tboie individuals who will be designing and inq)lementing HIV pie- 
vettbn stnui^es in thdr connminities. It is meant to be understand- 
dsle and mefol to die widest possible audience. Ending the HIV 
Epkkmk is a book for people to read, to tiiink about, to discuss with 
odieit and 1^ fi> ocf Hpon. 

It is dte ^ die HIV qiidemic now poses a threat to an inocas- 
ing nnoiber (tf communities diroughout die United States. Lessons 
teamed in Sin Rrandsco and elsewhere indicate diat new strategies 
in heiddi pnxnotion and disease i»evention will be requirtsd to h^'lt 
die spread of HIV infection. Specifically, HTV prevention necessi- 
tates die broad and active involvement of members of all pecula- 
tions widun die community direcdy affected by die epidemic. It also 
re^dres die involvement of many in die community whose lives are 
not ifirecdy affected by the epidemic in the develqiment of preven- 
tidii Uniegies and interventions. 

Endbig the HIV Epidemic is constructed in duee parts. Pan I, 
Undmtanding die HIV Epidemic, provides die basic foundation for 
tmdecstanding die emergence and die qiidemiology oi the epidemic. 
Chapter 1 presents a history of die HIV epidemic and what is cur- 
rendy known about HIV infection. Included is a discussion of previ- 
ous qpideodcs, focusing on die influenza and polio epidemics earlier 
in t^ century, as well as efforts to combat sexually transmitted 
bacteriid diseases stK;h as syjrfiiUs and gomxriiea. The audKvs also 
examine dw clinical spectrum of HTV disease. 

Chapter 2 distinguishes diree different aspecte of die epidemic, 
which iadnde HIV infection, cUnfeally manifest HIV disease and 
dwioeloeooiiomic and political consequences of HIV infection and 
AIDS. Other discussions include die distribution of AIDS and HIV 
O 
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inftGlkB^pnqMcts for die future, puWc health implications, pie- 
^cntiag the ipread trfHTV infection and psychosocial and sociocul- 
vmA iMOM ill fievendon. 

TlMi;ttM dnpier presents an overview of healdi promotioa ef- 
fbM in Uobed Stiles during diis century. This (^ter exai^ 

^ fH^^^ytfrtyry rhang^ in >w»«lrt> pitwinrinn and illnMl pjWentkw. 

pladngprafzams directed toward HIV risk reduction in an historical 
and thwrmirtl frrtr*^ Hi«ffiiM if-Mnn* fnwn hdavfaMi 

nwttoiMtsdhealdi promotion as diey oudine five stages (rfhealdi 
pnmotfoft efforts. 

Pml it fattended to provide reados widi die necessary grounding 
to undentind fhe many ficets cf Hot HIV epidemic. Readers already 
fiuniliar widi these areas are encouraged to move direcdy to Part II, 
The San Ranciaoo Response. 

The duee chqMers comprising Part II detail different aspects of 
die pvevendon effort in San Francisco. Chapter 4 examines die pre- 
venticNi «id risk-reduction aspects of die "San Francisco model" 
finm 1982 to 1989. Tlie audior hi^ghts die diree dimensions of die 
ovenll pievention effort adopted by die San Francisco Department 
oi Potdic Healdi. which includes detailed discussions of audiences, 
approadies and messages. This chapter also depicts how die overall 
pnvtndon effort wu coordinated, highlighting die partnersh^ be- 
tween die Dqianment of PuUic Healdi and San Francisco's AIDS- 
focused ooimnunity-based organizations. 

Giapier S con^^ues die discussion of die partnership between die 
Dqiartment of Putdic Healdi and community-based organizations 
widi foott in die communities and subcultures most heavily affected 
by the epidemic. Specifically, challenges to dut partnership are high- 
lighted, including: die badihouse controversy, HIV antibody testing, 
outreadi to edmic communities, die inqiact of bureaucratic expan- 
sion and die proUem censorship of materials. 

Chapter 6 oudines die principles of effective program design diat 
have emeqpd firom neariy a decade's experience in San Francisco. 
Four areas of program design are discussed: ^iproaches and mes- 
sages, buUding rdationships widi target audiences, changing public 
poUqf and the rede of research and evaluation. 

Part m, Preventing die Spread of HIV in Your Community, con- 



«tll|flf tWKlHplBfi that provkle nuts and bolts expertise concerning 
H»ilwmo|amiil,it(iiitii and impkmentatioa of ptevention programs. 

7 ft a w i nw die general response of oonmmnities to die 
j^pidMob ftviaa infliieQcfav oommna^ 



MR, Ih^ivde of community planning, diffemit types oi 
dttmst pmpotes and 12 basic steps in tbe planning 



^ Ml dMpler, Chapter 8, is a powerful essay written by a 
toogdinB San ftandioo activist, AIDS educator and policymaker. 
Ite ^nfi to actioa** lays out five challenges for communities re- 
sponding to dK HTV endemic in die 1990i Hie challenges include: 
fw i wjwiiiy orgMdting, risk taking, embracing conflict, building 
panaenli^ind boikling leadership for coalitions. 

This bciok is die product of die efforts of niore dum 35 San Ftan- 
diookidsn who work to prevent die fimher spread of HIV infec- 
tion. For die first time, men and women fipom nearly all of die city 's 
dhrerse communities and populations sat down together to create a 
book diat speaks for all of us. InstiMtions and agencies represented 
in die process of developing die book include die San Francisco 
Department of Public Healdi, die Institute for Healdi Policy Studies 
andOemer flor AIDS Prevention Smdies at die University of Califor- 
nia, Su Rncisoo, interested private sector groups such as Commu- 
nicatioo Technolo g ies, and community-based organizations, includ- 
ing MkKSty Consortium to Combat AIDS and die San Francisco 
AIDSFoondation. 

Our diveniQr of backgrounds, qiproaches and perspectives is not 
camouflaged Ui die foUowing pages. We do not speak in a single 
voice, atdxwgh diere is mudi res(mance in what we say. Over die 
last years, we have sat at common tables, eariy in die rooming and 
aflttr hours. Id dd)ate and to argue, to listen and to learn. The process 
hat been u remaricaUe as die ]!»toduct 

Above aU else, we have endeav-ored to make diis book useful for 
people who want to act— to take die necessary steps to plan, to 
deiiin, to inoplement and to evaluate HIV preventioi programs in 
coM i M uuiU es dnoughout die United States. 




process at die community level. 
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A Modern Epidemic Emerges: 
History and Context 



Renatt G. Kiefer and Stephen B. Hulley 



INTRODUCTION 

Acquired iimnunodeficiency syndxome (AIDS) is the end stage of 
the chronic infectious disease caused by the human inununodefi* 
cimcy virus (HIV), a new and lethal retrovirus. AIDS has qiread 
rapidly since being recognized in 1981 . In the United States, the total 
nunober of AIDS cases reported to the Centers for Disease Control 
(CDQ was almost 118,000 by December 31, 1989. Ten tinges as 
numy people may be infected with the virus who have not yet pro- 
gressed to full-fledged disease.* More than SO percent of all persons 
diagnosed with AIDS have died, more than 70,(XX) through Decem- 
ber 1989.^ 

As of December 1989, the total number of AIDS cases reported to 
the Worid Health Orgamzation (WHO) from 1S3 countries was 
198,1^— an underestimate, due to delays in reporting as well as 
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ooimixtt ondentpotting and uii^^ 

1 dboiM the ditttibotioa of AIDS cases m 

iQT itt tile Americas, primarily the United States. WHO estimates the 

tne ember of cment AIDS cases to be ^^proximately 600,000 

woriMIe, with six to eight million 

HIV qridemie poaes an unprecedented Aitat to 

oooBtry, ooi only because of the large number <k young lives Aat it 

dbdmi Md the burdens of illness and suffering it 

but idao becttise it accesttuates society *s economic and sociopolitical 

iUa, such as lesouice shortages and social strife. 

The future dimensions of the qpidemic depend a great deal on the 
measures sodety takes today. In the nine years since the description 
of the first AIDS cases, much has been learned through epidemiol- 
c^gic, biomedical and behavioral research. Although there is still no 
cure for AIDS and no vaccine to prevent its acquisition, transmis- 
sicm of tibe infection is known to occur only in very specific, limited 
ways dirott^ behaviws that can be modified. The major task at hand 
is to fadUtate and bring about the behavioral changes necessary for 
prcveiitiofi. 

These first rwo chapters set forth what everycmc — health care 
professionals, public policymakers, school district leaders or any 
odier cooununity leaders — shoukl know about the nature of the dis- 
ease, its modes of transmission and the evolving pattern of the epi- 
demic in the United States, in arden' to develop sound preventive 
strat^ks for themselves, for their families and friends and for their 
comnumities. 



AIDS: A NEW DISORDER 

In the qxring of 1981, the GX^ received reports of Pneumocystis 
carifiU pneumonia (PGP) and Kq)osi*s sarc(mia (KS) occuning in 
two dusters of previously healthy young homosexual men in Cali- 
fornia and New Yoric.^ PCP is a rare infectious disease that occurs 
only in individuals with a depressed immune system (an opportunis- 
tic infection). KS is a rare cancer that previously occulted only in 
eMeriy men or in patients receiving immunosuppressive drugs. None 
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of these young patients had an underlying condition or had received 
drugs tcA\ could explain their immune depression. 
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By imil*1981 a q)ecial task fence on oppcMtunistic infecticms and 
Kapod^s sarooma was created by the CDC to detennine whether 
these oonditioiis indicsted a new disease and to set up surveillance. 
iMeasive investigative efibrts revealed a few additicMuQ cases of KS 
or POP oocming in young people betv^n 1978 and 1981 and a 
itmasriaWe increase in the number of such patients starting in 1981. 
By 1982 K^^posi*s sarcoma and/or an opportunistic infection in a 
perraa witfi unexplained inmiunodeflciency was determined to be a 
new disorder, subsequently called acquired inununodeficiency syn- 
drome (AIDS). 

Scientists asked: What factcn* or combination of factors could 
weaken die immune system of otherwise healthy men to such an 
extent as to make diem subject to life-threatening opportunistic in- 
fections and a rare cancer? Searching for clues, case-control studies 
coiiqMrred homosexual men who had AIDS with healthy honmsex- 
ual wen matched for age, race and geographic location.^ The results 
suggested tiiat men who had numerous sexual partners, frequented 
bathhouses or used intravenous drugs were at risk for AIDS. 

In die meantime, AIDS had begun to appear in other population 
groups. The syndrcmie was reported in intravenous drug users in the 
latter part of 198 L Haitian inunigrants widi AIDS were reported in 
1982; these were men and wcmien who did not report being intrave- 
nous <faiig users or homosexuals. AIDS also began to appear in 
hemophiliacs, with cases rqx>rted from different parts of the United 
States, Canada and Europe; their only common element was the 
frequent need fm transfrisions of coagulation factor VIII, made from 
pooled blood donations.^ AIDS was also reported in patients who 
had received a blood transfusion months to years prior to becoming 
ill; at least one high-risk donor was found in each case investigated^ 
Hnally, AIDS began to appear in female partners of bisexual men or 
of intravenous drug users, and in their infants. 

Of die first one diousand AIDS cases reported by February 1983, 
72 percent were homosexual or bisexual men, IS percent intrave- 
nous drug users, 5 percent were Haitian, 1 percent were hemophiliac 
and 6 peiCMt were in none of diese four groups.* Thus, while homo- 
sexual men accounted for the majority of persons widi AIDS, diis 
disease was not confined to the homosexual population. Scientists 
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had previously postulated that repeated exposures to numerous in- 
fectioos agents might so overload the immune system as to cause its 
eveatnal'More. The aiqmffance of AIDS in recipients of blood 
transfiiaons favored the hypothesis of a new vind agent 



PATTERNS OF RISK: 
PROTECTING THE BLOOD SUPPLY 

On die basis (tf these occurrence patterns and in an effottto pro- 
tect die blood supply and to st(q[> the q>read of the disease via con- 
taminaftd blood, four population groups at risk were identified by 
die CDC in March 1983: homosexuals and bisexuals witfi multiple 
partners, intravenous drug users, recent Haitian immigrants and 
hemofdiiliacs. Other individuals considered at risk were the sexual 
partnrn of perscms at risk for AIDS. Given that the causative agent 
(rf AS)S was not known and diere was no laboratory test to deter- 
mine ^9ibo had the (fisease, members of these risk groups wot asked 
to retrain from donating blood. Another recommendation was that 
sexual contact should be avoided "with persons known <x suspected 
to have aids;** 

Although the risk group designation for the purpose of voluntary 
blood donor deferral made sense, given the urgent need to protect 
.the blood supply, there were unfortunate social implications for 
memben of diese four groups. Litde was known at the time about 
the disease and what put people at risk, so that there was no way to 
differratiate members widiin each group. Hius, belonging to a high- 
risk group appeared tantamount to being at increased risk not only of 
acquiring d^ disease but also of having die disease and infecting 
otjrars.^The association of a life-threatening disease with population 
groups often held in low esteem had the potential for increasing 
discriminarion against diese groups. The potential political and social 
consequences the risk group label in this case were compounded 
by die errcmeous notion that the transmission pattern of the postulated 
/JDS virus was very similar to diat of hepatitis B, i.e., diat it was 
iranmitted not only dirough blood or sexual intercourse but also 
duxNi^ close household contact*^^ 
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BOLATING THE VIRUS 

hk die spring of 1983, two years after the first AIDS cases had 
beta deacribed, the viral agent was isolated for the first time fixwi a 
fwoOen lytapt. node of a padent Litensive research over the fc^ow- 
ing 19 months eafablished that this virus was the cause and not the 
oonaeqoence of AIDS.'* Once laboratories were aUe to grow die 
vims ia oeQcuhures in sufficient quantities for research purposes,'' 
Mitibody screening tests could be developed. Serologic screening of 
blood donors was instituted in March 1985. 

Serologic testing permitted the diagnosis of HTV infection in 
asymptomatic individuals and over time revealed the wide ^)ectrum 
oi HIV disease, including a prolonged asymptomatic phase of many 
years. Moreover, further research showed that while hepatitis B can 
be transmitted in close household contact, this is not the case for 
HIV. Epidemidogic studies have shown tiiat HIV can be transmitted 
tfarou|^ blood, sexual intercourse and from mother to newborn, but 
diitHIV is not transmitted through touching, sneezing or odier fonns 
of contact (See Chapter 2 for full discussicm of how die virus is 
transmitted.) 

But eariy images have been difficult to change, and die notion of 
contagion dirou^ casual contact continues to linger. Children widi 
AIDS are often still seen as "contaminatoffsC of schools, and adult 
memben oi risk groups as potential dangers at the w(nt place. Much 
woric itmains to be done to correct misconceptions about Uus dis- 
ease and to build safeguards against actions based on ignorance or 
pnjudioe, so that effective preventive efftms can be implemented. 

Aldiou^ there is still no cure for AIDS, inroads have been made 
in die treaunrat of qqxntunistic infecticms and in antiviral dierapy 
that may slow die progression of disease in infected individuals. 
Biomedical ^n"*(»ches to preventicm oi infection have been less 
successful, and jptvuitive efforts in die foeseeable future will not 
have die he^ of a vaccine. However, the modes of HIV transmissi(ni 
dqiend on human behavior, and fimher ^nead of the qndemic is 
pn^table to die extent that appioaches to changing behaviOTS and 
groiqi nocms in die community are successful. 
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US mV EPIDEMIC IN CONTEXT 

By dBfiiiitinn. la qndemic is an incitftse in the finequency of a 
Amw oocsntof in a population in excess of what wouM noini^ 
bs ntftcttd. Bvay qridemic most be seen in die particular soc. al 
ciittBKi wUch it look hcdd, in order to understand bodi its propa- 
gatkM Md sodeQr's reqmise to it 

Tliepwpiationofaninfectiottsdiseaseepideimcinapopulaticm 
dqModi 00 die meoBba of contagious individuals (those who ait 
cqNdile of transmitdng die infection) and susceptiUe individuals 
(Aoae who are oqMble of beconoing infected), on die modes o'i 
trtnsmitsioa of the infection and on the infectious dose required for 
trnwriatVim Propagation also depoids on prevailing customs— 
indhridiud and coUecdve behaviwv— that may create favorable op- 

pQCtllllltiiCS for tffl*^! P ^y ffj^ ?fti 

ffistoricaUy, qyidemics abate when the number of contagious 
infivi&iab declines due to death or effective treatment or when the 
nuotber of suscqniUe individuals falls due to the develqmient of 
natural immunity or by vaccination. Epidemics may also iri>ate as a 
itsult of dianges in die ecotogic conditions, inducting customs and 
hehatviors, that initially favored prc^Nigation. While identificatiiHi of 
die infectious agent is essential for the development of vaccines and 
biomedical tieatmmtt all tiiat is needed for effective public healtii 
interveittioQ is to know the mode of transmission. 

The HIV qxidemic will not abate due to a decline in die number of 
contagious individuals in the n^t few years, because of the pro- 
longed silent incubation period (currentiy known to last many years) 
and die sbience of a cure. The q)idemic cannot abate by a loss of 
susoeptiUe individuals because die disease does not appear to cause 
a state of immunity (this is one of the reascms fa pessimism about 
die prospe cts for an effective vaccine). However, given our loiowl- 
edge of die oaodes of transmission, the epidemic can be prevented in 
die long run by community-wide changes in diose customs and be- 
haviors that fadlitate die spread of HIV infection. 

EpMcBdes: A Phenomenon of the Past? 

It is instructive to review the history of how sodety has managed 
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vior qpklemici, Plagues have periodicaDy swejM ar*oss countries 
tLtw^lKM Unoiy, bitt ndh events had become to 
iweutMli cenovy . Oenend inqixoveocients in livuig conditions, such 
as less q opt aai . improved sanitstkw and better puri 
iBttfnronMe enviromnett leagues. These hx^^ 
ieqy>ittihiefaf nwdiof tfiedechttingnMctati^yfixm 
as ttfewcufcirit. dwlera anddiphdwria," evoi prior to die develop- 
meatof dngi and vaednes to oooibtt infectious diseases. Rnally, 
the andbiodc era beginning around Worid War n laiaed hopes that 
every inftctkms disease would eventually be trcataUe or prevent- 
able by a pharmacologic magic bullet 

Thus, by theeariy 1980s, widespread infectious disease epidem- 
ics were dnught to be a phenomenon of the past in developed coun- 
tries, doe not only to die inqnoved standards of living but also to die 
extracixiinaiy biomedical and technological advances (tf die past 40 
years. The wide range (rf potent antimicrobial dnip to treat infec- 
tioitt leases and effective vaccines to prevoit many of diem cre- 
tted die expectation duu existing lesearch oqiacities would be able 
to rise to any new chaUengc Moreover, an qiidemic surveillance 
networic lintod public healdi agencies duoughout die country widi 
die federal Centcn for Disease Control, which leads die world in its 
eariy detection and prooqK investigation of any disease outbreak and 
in its swift remedial action. In general, infectious diseases were 
perceived as having specific causes that could be found and eradi- 

A good exan^ile to illustrate the evolution of diis view is polio, a 
disease caused by a virus diat Oike odier viruses, including HTV) is 
not sensitive to die antibiotics diat have been so successful in treat- 
ing biciesial diseases. However, Uie develqiment of effective and 
safe vaccines in die 19S0s has led to die virtual eradicaticm of diis 
disease in populati(Mis of develqied countries. Another example is 
inflnenia, wUch killed q>proximately 600,000 pecqile in die United 
States and an estimated 20 million woridwide during die influenza 
pandemic <tf 1918-19." Since influenza is an acute respiratory viral 
infectioo readily transmitted by respuratory dn^let spread, diis epi- 
dendc may have been favored by concentrations of peqile in close 
quarters during die war effort Improved standards of living, die 
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c^MKi^ 10 treat btcterial convUcatioiu uk^ 

dnes mrice aiMdier qndeodc (tf ludi mtgidtiide 01^ 

SypfeMl GMiorrhca 

Ao exMiyie qI particular idevanw to the HIV epidei^ 
of aodalfBKte ii tte epidemic of sexoaUy tnn^^ 
dteaaes, lypttti and goooirriiea. Boili diseaiet halve been 
oettiKiet, and until d»introductkm of penicillin in ^ 
was no effiDCtive tieatmem for dther. Two inqMAam lesions 
lemed from the exaoaple of these diseases: Fiist. attenofKs to en- 
ftfce monl codes by the threat of disease will not prevent the spread 
of diseases that depoid on individoal behaviocs, nor wiU compdsoiy 
measim sodi as (parantines, centred an q^idonic (rf sodi diseases. 
Second* die awailabiUty of an effective treatnoent akme cannot pre- 
vent fiMher spread of such diseases. 

At die beaming of World War I. 13 percent of Unittd States 
drafkees were rqwrted to have eidier syi^ilis or goncntea." The 
most inqiortant obstacle to halting die qnead oi these diseases was 
not die hide of an effective drag bat die conspiracy of silence im- 
posed by Victorian moral concepts, which forced people widi vene- 
real diaeases underground and led to misconceptions aboat die dis- 
eases and dieir mode of qnead. Explidt education was not allowed 
for fear of offending sodetal proprieties. Notions abounded that 
^philis could be qvead casually by pens, pemnls, toUet seats, drink- 
ing cups and doorioiobs (the U.S. Navy even removed dooimobs 
fiora its batde ships during Worid War I).'* 

Venereal disease, at die time, was considered just punishment for 
unwholesome ways (rf life and low moral standards." Condoms were 
not made available for prof^yUxis, because diey were believed to 
pnxnoie hicreased sexual activity. Instead, die military established 
sanitary stations for uredval injectimis of disinfectant after presumed 
oqioaure. a painful and puttitive procedure. More dian ^,000 pros- 
titutes were quarantined tt> segregate diem from potential customers , 
and venereal disease in a soldier was an offense subject tt> court- 
mattid.* in qrite of these Draconian measures, die rates of disease 
did not abate. 

^ ' 30 
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b dtt 19901, pfogreM was made in die control of syphilis, under 
tteManUp ofSvieoa General Thomas Pairan, with a program 
dati|«d toftid cases, treat them and educate the public. Genten 
pnwidiQflkw, confidential sypidlis seidogy te 
and aeu ftdHties were established to serve those who could not 
affai^lo pay to tlieir treatment There was a reduction of the death 
iBteftOB syphilis, fiom IV per 100,000 population in 1918 to 16 per 
lOOyOOOin 1931^." Mneover, ccMicems about fitness d stMers dnr- 
inf II^Brid Warn stiimilated mrae oilightened educatimal programs, 
oondon distributioo and non-punitive treatment'' 

After penicillin became available in 1943, the incidence of both 
syph^a&l fonoRhea bcfan to M, reaching very low levels by the 
end of the 1950s; syphilis fell to 4 cases per 100,000 population by 
1956.'* Expectations that the "single-shot cure" would eradicate tfiese 
dteaaes abogetfter led to a reduction of public funding and disman- 
diag of existing disease control structures.'* Increasing rates of syphi- 
lis doriRf the 1960s reflected die increased sexual activity of the 
popidation (die **sexual revdution"), and diere has been a shaip 
incttase since ^985, which has been associated widi a growing i»ob- 
km widi crack cocaine and odier recreational drugs." In 1985 diere 
were 28 civilian cases of syphilis per 100,000 U.S. population; but 
by 1988 the nundxr (rf cases had increased to 42 civilian cases per 
100,000 U.S. populaticm." These statistics show diat die availability 
of a curative treatment alone is insufficient for die control of dis- 
eases diat are behaviofrally mediated.'^ They also illustrate bodi die 
inopoitance of and die difficulty in develc^ing an efiTective popula- 
tion-wide approach to behavior change. 

As a result (Mf die fidl spectrum of public healdi advances, how- 
ever, die proportion cS overall mortality attributable to infectious 
disease has become very snudl relative to chnmic diseases in most 
developed countries. Thus, whereas in 1900 infectious diseases ac- 
counted to more duui one-durd of all deadis in developed countries, 
by 1970 diis figure had shrunk to 2 percent, with cardiovascular 
diseases accounting for 45 percent and cancer for 18 percent.'* 
Smoidiqt and diet are now recognized as major determinants of diese 
prevalent nminfectious diseases, and recent public healdi efforts 
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bive focused on studying these behavion and how best to noodify 

ttNm."11iit growmg awe;eness of die imponanoe of bdiavior chan^ 

tedmkiiieshascavatedani^ppropiiateba^^ 

live itiaiegies to prevent die ftmher qnead of HIV infection. 



HIV: THE NATURAL HISTORY 
The Virus 

HIV it anew human retroviras. Its OTigin is unknown and shrouded 
in niyiier^« althouf^ it has been subject to mudt speculation.^ Two 
vkal tabtfipeg are cuncndy known: HIV-1, dw original and most 
oonomon aobtype, and HIV-2, recovered in 1985 fifom West African 
patiealf widi AII>S and mure recently in Eun^ and North Anoeiica 
firam penont who have lived in West Africa.'' Many of die complex 
nx^tocidar and bi(rfogical features of HIV-1 have been characterized 
in teceat years. Less is currendy known about HIV-2, but it appears 
to be transndtted by die sanie niodes and to require die same preven- 
tive nsasures. The term HIV in die subsequent discussion refers to 
fflV-l. 

HIV has die cqiacity of infecting aiid reproducing in several human 
cell types, partiodariy in cells of the immune defense system and 
cells of die central nervous system. The viras preferentially infects 
0^ canymg die GD4 molecule, which serves as a receptor facilitat- 
iiq[ vual rotry into die cell GM appears to be inesent (Ml die surface 
of many cells, in particular first-line immune defense cells such as 
T-hdper lynqphocytes and macrc^hages, and possibly also intersti- 
tial siqniort cells found in the central nervous system. Several unique 
nxdecular and biologic features such as latency, heterogeneity, di- 
rect oell-to-cell transmissi(m and capacity for imcsune suppression 
contribute to die variable pattern of disease progression once infec- 
tion has occu.Ttd. They may also play a role in transmission of the 
infection. 

Onoe ini^ a living cell, die retroviral properties of HTV allow it 
«o ttptttdaoc by transforming its own genetic material in such a way 
dutt it integrates into the genetic code of die cell. Infection of the 
host cell qipears to be permanent, and whenever the cell divides, the 
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vM oode Is iNtfied on to each of the daughter cells. The virus may 
iMBifai AwmaiM fai tids focm for a long time, cr it may induce the 
ceOabr nacUocqr 10 produce indtiple copies of new vinis dua m 
rdeased 10 infiBCt other cells. The capacity of die vind genetic mate- 
rial 10 remain dormant in the host cell explains die long latency 

peiiod between infecdon and die development of clinicaUy naanifest 
(^bwase." Recent studies have shown diat dieie qipears to bs no 
peiiod when mv is dormant in all infected ceUs.** Thus, individuals 
arepoiendally capable of transmitting die infection even if diey have 
no qrinploms. Monover, cdh haibocing la:::ru virus may persist as 
dreohidngfeservoffs of HIV capable of transmitting die infection to 

Heterofeaeity reflects die capacity of HIV to change over time, 
which is dKWght to be due to a hi^ rate of mutation during viral 
replication.'' Numerous strains have been isolated, even from die 
same individual at die same time and at different times.^ Stiains 
vuy differ in die protein structure of dieir envelope and diereby 
eaa^ie detection by the immune defense systent They may differ in 
infectivity (die ability to penetrate different target cells), in virulence 
(die ability to rqdicate in cells and cause damage) or in latency (die 
ability to remain dormant in iniected cells).'' Host-virus interactions 
are deterannants of when, where and how HIV infection will prog- 
ress to clinical disease in an uidividual and probably influence die 
transmissibUity of die infection to odier individuals. HIV strains 
isolaied from patients over time have shown changes in viruloice, 
ranging from a waxing and waning cqiacity to replicate in cell cul- 
tures to an increase in viral damage-causing prqierties demonstrated 
in isolates obtained at a later stage of disease.^ 

Infected cells can fiise widi odier cells and transfer HTV diivcdy to 
"nodier cell Since die virus does not have to enter die extracellular 
qMoe in dds process, it is not exposed to antibodies." During sexual 
intercouie, die virus may be transmitted by fusion of infected cells 
widi cells present in an open lesion of die uninfected partner, par- 
ticdariy if faifl a mm a t ion is present in die lesion. These biologic and 
molecular features render die development of an effective vaccine 
against HIV extremely difficult and may also limit die usefulness of 
drugs, because of die potential emergence of resistant mutants. 
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Mottof tfiediMaae-pcoducUig capacity of HIV is due to its pro- 
peotiQr to infect and demoy cells essential for immune regulation 
uAwpstapcam immuiie defense, notably Y-helper (T4) lynqrtio- 
eyiei. Dniractioo of immuMS celb OCCUR progressively over time, 
OKMtfikdytfiioii^iqMied bunts of viral multiplication; tte 
vi^zsz taming such vhal proliferatioa on and <^ are not well under- 
stood.* When an infected cell ii stimulated intb an active state, virus 
can npliottB into multiple cqries, destroy the cell and q^read to 

^IiCIM^ OtiMf tBI]f6t cells* 

One ti«Qry ^ diat any challenge to tf» immune defense system, 
eidier from anoAer infectkms agent from reinfection with HI^^ 
WKjf activate cells haiboring latent HIV. It wpfem diat HTV can 
imeriBit wiA the nomal fimction of ^ 
die body*s immune defense into destroying uninfected T4 cells.^^ 
The p rogr essi ve loss of immune function culminates in a profound 
md peimaneiit immunodeficiency, dius fevoiing die development of 
Kqpori's sarcoma and other malignant tumors and Pneumocystis 
pneunonit and odier opportunistic infections with organisms that 
wo^ not usually cause disease in a person with an uncompromised 
inmoae systeuL 

Antibodies to HIV usually develop within duee mondis of infec- 
tioii (saoconventionX but occasionally it may take six mondis or 
even kmger for antibodies to be demonstrated in the blood Most 
knowledge of die time to seroconversion has been derived firrai 
tranafiision recifrients who had received cmtaminated bkxxli since 
die time of infection codd be determined in these cases. The ti ^ne o 
HIV infection acquired by other means is usually much nxxe diffi- 
cult to pinpdnt Tlie occurrence of infected persons in whcmi antivi* 
ral antibodies do not ^elc^ in the first diree to six months after 
infection is not well estaUished and probably rare.^ The time be- 
tween acquisition of the virus and seroconversion is a window dur- 
ing i0^ch HIV infection cannot be diagnosed by antibody testing. 

Antibodies to HIV are not protective. In ccmtrast to lanosx odier 
infectious diseases caused viral agents, for which antibodies indi- 
cate a piotoctive immune response and clearing of the virus from the 
blooutfteanit HIV persists in die bloodstream in spite of the pres- 
ence of antibodies.^ 
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Thm m cunendy several types <tf sercd^ 
tioQ of imibodiet to HIV. The most widely used serologic testing 
[K ooe dm eferiabonaogy diignosis (rfHiV infection is the enzyme- 
UriBBd i twniiiio i iili cat usay (EUS AX combined with a coofinna- 
lorytMtSQCfaMtheWesienitdot Other tests aztbdngdevd 
deicM dw pfeaeDce of vinis or of viral cooq^^ 
nAer dun detecting antibodies to the virus. These tests are used in 
ifirciaHMd ceoten for qiedfic research purposes and are not suit- 
able fbrscreoafaig puiposes at diis time.^ 

For initial scfeesing, die EUSA is used. Under good laboratory 
conditions, the EUSA has a high sensitivity, more dian 99 percent 
(Le., die test is positive for HIV antibodies in aknost all sera of 
infected indiviAials who have developed antibodies). Thus, die rate 
of fidae negatives will beextrraady low. In pq)ulati(Mi gr'^ups with 
prevalence of HIV infection, a positive EUSA is highly predic- 
tive of HIV infection. This is less true for pq)ulations widi a low 
pievalence, where many positive results will turn out to be false 
positives. 

In onlar to inqnxive the specificity of HTV testing, i.e., to reduce 
die felse positive rate, the following testing sequence has been estab- 
lished. Serum san^les are first tested for HIV antib^ 
and if die result is positive, die ELISA is repeated. If die repeat is 
also positive, a Western blot test is performed for confirmation. If 
die QJS A is positive but the Western blot is indeterminate or nega- 
tive, testing is repeated at a later date, in order to avoid false nega- 
tives.^ 

A positive result after this sequence has an extremely high predic- 
tive value for HIV infection, even in low prevalence general popula- 
tions,^ provided that the confirmatory testing is carried out in a 

* IVootteM 10 dMMt vkw or vinl oooicvmou hm bM ipplied to leu body flnidi frara Infeoied 
WfeviMi' bloodi WW, NOMO, vagiMVotrvical lecrackiu, onobnMpiml fluid, brmt milk, urine, 
■■ilf»,lMn,fcwglMitMidiWMkiticfliiid Vimttobwoiioi^edfromiHtypeiolftiMltM^ 
irwy dMbt iMM W iKka g. dwhwup i n i l (had, biood id mwoo h>d ihe h^ghcn concBBtntioM, 

m^lmllmnkA mimim mi bmm mSk km bota iwfHrmd k iiiiiiiinton of in iitfocikm. 
Vlni^bitaid oA a^f bo iM mi^or vrii^ 
ftrfhpMi^NMllloipidanklQgkoiMian 
wMiHio^aiwilli hiiortitoioatcomictorfwwnaiiinfeciodreoi^ 
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higb-qoality itfeitnce laborattxy with experienced personnel. This 
hifli ^edficity is inqiortant for establishing an individual diagnosis, 
in Older to ivcnd the tragic implications of a false positive result 

Tkt CUaical Spectrum 

fkx surveUlanoe purposes, AIDS is defined by the CDC as the 
pieseoce oi a reliably diagnosed disease indicative of an underlying 
deficieiicy in die immune system in die absence of an illness or 
drugs known to cause immunosuppression. The initial case defini- 
tioD of 1982 was narrower, requiring iaapsy-piwea KS or Uopsy/ 
culture-proven PCP. The subsequent develqiment of labmatory 
methods to detect HIV led to an increasing awareness of die broad 
spectrum of HTV-related disease. In 1985 and again in 1987, the 
CDC survdllance case definition was expanded to include certain 
odier illnesses if diey occur in an HTV seropositive individual, s^ACh 
as other opportunistic infections, cancers of die lymphoid tissue, 
bndn disoniers, a wasting syndrome, and in cluidren under 13 years 
of age, recurmit severe bacterial diseases.^ 

In die United Sutes, cases of AIDS are reported to local and state 
healdi departments and dien to CDC. This reporting system gives a 
leaaonaUy complete count, aldiough considerable underreporting 
has been documented in some regions and some populations.^ Mcne- 
over. HIV-related ilhiesses diat do not meet die CDC AIDS case 
definition, such as bacterial pneumonias in injection drug users,-' 
acc(Mmt for a significant proportion of HIV-related morbidity and 
mortality. Thus, reported AIDS cases likely represent less dian 80 
percent of all HIV-associatcd morbidity,'' and diis proportion ap- 
pears to be lower in ethnic populations.^' 

The spectrum of HIV disease ranges from infection widiout any 
symptoms to the clinical manifestations of AIDS, and die clinical 
course may vary considerably from one individual to another. A 
substantial pnportion of infected persons develop nonspecific symp- 
toms of an acute flu-like illness widiin a few weeks after becranng 
infected. Many infected individuals dien remain asymptomatic for 
numy years (latency period), while h few progress to severe end- 
stage disease widiin two years.'^ 

Why such differences exist is unknown. It is also not known what 
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pnpoitioa of infected individuals remain asymptomatic for a long 
time, rinoe ndi pefsor.s are often unaware of their infection unless 
tbey perceive themselves at risk and seek antibody testing. Some 
infected penons come to medical attention because of chronic 
iQois» sodi as penissem swelling of lynq)h nodes, but many present 
inkiitty witfi an opportunistic infection or an AIDS-associated can- 
cer. 

Data bom bocnoaexual peculations indicdte that about 50 percent 
of infected adults develop clinical AIDS within ten years; cunent 
csttmates of Ae median latency period for AIDS are between eight 
and eleven years.^ It is ikx known what proportion of the remaining 
SO pcfcent of infected adults will develop AIDS or whether some 
infected individuals will never do so. The length of the latency pe- 
riod is considerably longer than estimates based on observations 
made earlier in the epidemic, when those with Irager incubation 
periods had not yet become ill.^ Treatment with the antiviral drug 
zidovudi&e (AZT) has been shown to slow disease progression and 
may prolong the latency period in the future.^ 

Initial diseaw manifestation is important for prognosis in adults; 
patients piesenting with K^x)si * s sarcoma have had a longer median 
survival duration than those with PCP. Median survival following 
the diagnosis of PC? has been estimated to be between nine and 
thirteen months, with a terminal wasting illness involving fever, 
adenofmthy, diarrhea and weight loss; survival beyond four years 
may be less than 5 percent Survival has also been shown to vary 
with gender, age, ethnic group, risk group and response to treatment 
of opportunistic infections and to antiviral therapy.^* Median sur- 
vival has shown increases for adult patients diagnosed since 1986, 
particularly those with PCP,» probably due to effective new thera- 
such as AZT to slow progression of HIV disease and aerosol- 
iwd per.tamidine to prevent and treat PCP. 

Prognosis in chikfaen varies both with the age at which infection 
wtt acquired and due age at which synq>toms occur. Survival is 
toiiger in children infected after two years of age than for those 
infected earlier in life (H* prior to birth.^ The median age of cM 
onset of disease in perinatally infected infants is eight months; nx>r- 
tality is hig^st in the first year of life; and median survival time 
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after diagiiosis wis 38 months in one recent study.^^ 

With mounting evidmce thr^t AZT slows disease progression in 
both ty nyl cigna t ic and asymptomatic infected persons and with it- 
cent imfMovements in die treatment and prophylaxis against oppor- 
timistic infecdoos, eariy diagnosis and then^y becon^ 
important in efforts to reduce morbidity in both children and adults 
with HIV infection. 
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Patterns of the Epidemic 

and Public Health Implications 
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INTRODUCTION 

Three aspects of the epidemic can be distinguished.^ The first is 
HTV infection (without symptoms), which had its onset in the mid- 
1970s. Its future rate of growth is difficult to predict, but it will 
depend on the success of primary prevention through behavior 
modification. The second is clinically manifest HIV disease (with 
synq)toms) witii onset in tiie early 1980s. Its growth will continue in 
the next decade, even if no further spread of HIV infection were to 
occur* as the large pool of asymptomatic infected individuals (esti- 
giated to be ten times the number who have developed AIDS) be- 
comes clinically ill. 

The tiiifd aspect of the epidenuc consists of the socioeconomic 
and pc^tical consequences of HIV infection and AIDS, mih onset in 
the mid-1980s and as yet unpredictable but probably large future 
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ramificaticHis. The fiituit extent of this third aspect of the epidemic 
will deprad on the course of the other two. However, it will also 
dq)end on society's ability to overcome social strife, to provide 
leadershq) and funding and to bridle prejudicial and coercive ten- 
dencies in favor d mobilizing cooperative effects, so an effective 
picventive itqxmse can be mounted to halt the further spread of the 
infcctkm and to care for people with inv disease. 

In tfiis chapter, the characteristics of these aq;)ects of the epidemic 
in the United States will be discussed* PreventicHi strategies can be 
more effective if they are based on an understanding of the distribu- 
Aon patterns — the where, when and who of the disease outbreaks. 



DISTRIBimON OF AIDS 

The number of AIDS cases in the United States has increased 
steadily over the past nine years, although the rate of increase has 



Table 1. DISTRIBUTION OF REPORTED AIDS CASES 

iki VnlUdSmntf by Standard Metropotttan StatisdcalAna of Residence, 
mU1999 





AIDS Cases 


Adult 


Rate per 




N 


% 


population 


1000 








(mUlkms) 




NewYoiluNY 


22,66S 


192% 


9.1 


2.5 


Sai nranciico, CA 


7386 


63% 


3.2 


23 


Lot Aogeles, CA 


8,256 


1% 


15 


1.1 


HousttauTX 


3,432 


2.9% 


2.9 


\2 


Newrt,NJ 


3354 


2.9% 


2.0 


1.7 


Wuhtngton, DC 


3303 


2.8% 


3.0 


1.1 


Cliic«|o,IL 


2.916 


24% 


7.1 


.4 


MimiFL 


2,995 


2.5% 


1.6 


1.9 


Another! 


63,474 


54% 


132.2 


5 


Total 


117,781 


100% 


168.6 


.7 



RoportBd to ax; dnough December 31, 1989. 
CDC. HIV/AIDS SuvaDaiioe, January 1990. 
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dediaed gndually , The geographic distribution of AIDS still shows 
die kfgest Aunto <rf cuses i(i the uiban epi^ 
to be affiKled; eight metn^Utan ar^ 
of aU cases (Table 1). About oiie-fburdi of die cas^ 
New York and Newaik, N J., which togedier report almost twice die 
nomber of cases of San I^cisco and Los Angeles combined. 
However, die geogr^[>hic distributicxi of AIDS has shifted om t^ 
reflecting die qxeadctf die qpiidemic out of die qiicenters. In 1984 
New Yoikt Califonua, Florida, New Jersey, Texas and Illinois ac- 
counted for more dian 80 percent all AIDS cases, but by die end of 
19S9 diese stales accounted for less dum 60 percent^ Every state has 
repofted AIDS cases, and 86 percent of die states have at least one 
hundred cases.' 

The age distribution of AIDS has remained stable over time, re- 
flecting die modes of transmission. Most AIDS patients are young, 
neariy one-half are between 30-39 years of age, one-fifdi are in die 
20-29 age group, anodier fifdi are 40-49 years old, one-tendi are 
older dian SO anid one-fiftiedi are younger than 20 years of age.^ 

The sex distribution of AIDS in die United States and Western 
Europe reflects die initial modes of spread, i.e., among homosexual 
men and populations using injection drugs. Thus, the male to female 
ratio exceeds ten to one in die United States. The male preponder- 
ance exists also among adolescent AIDS cases, but in a ratio of only 
five to one.' The propwtion of adult female AIDS cases has been 
increasing steadily from 8 percent of reported cases in 1987 to 10 
percent in 1988 and 1 1 percent in 1989.^ 

The distribution of AiDDS by risk group is strongly influenced by 
gender (Table 2). Among men, homosexual and bisexual men com- 
prised 67 percent of AIDS cases in 1989; injection drug users consti- 
tuted anodier 18 percent; and diose who are bodi homosexual and 
injection drug users comprised 8 percent. Only 2 percent of men 
acquired their infection via heterosexual contact. Among women, on 
the other hand, more than half acquired their disease via injection 
drug use and a large propcmion, 31 pocent, contracted HIV infec- 
tion as a result of heterosexual contact widi an infected man. 

The racial distribution of AIDS reveals diat Black and Hispanic 
populatims are disprcqiortionately affected by this disease. Twenty- 
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TMt 2. DimiBUnON OF REPORTED AIDS CASES 
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2% 


31% 
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ModMT with HIV 






81% 


1% 




1% 




5r. 


1% 


Uiidtlsiiifliod 


3% 


7% 


3% 


3% 




100% 


100% 


100% 


100% 


CDCHIV/AID5 Sofvdllim, Jinauy 1990. 



seven percent of all AIDS patients are Black, whereas Blacks comprise 
only about 12 percent of the United States population. Similarly » 
althou^ Hispanics comprise only 8 percent of the United States 
population, diey represent IS percent of all persons with AIDS7 The 
di sp ropor ti onate involvement of ethnic populations is particularly 
severe for women and children; almost three-fourths of women with 
AIDS are Black or Hiq[>anic» and neariy three-fouiths of children 
with AIDS are Black oc Hispanic (Table 3). Moreover, ethnic 
minorities are also dis{m>portionately affected within each risk group, 
particulariy among injecticm drug users with AIDS and among those 
who acquired AIDS by heterosexual contact' 

The miyority of persons with AIDS are young adults in the prime 
of their productive years. Although children and adolescents with 
AIDS comprise only a small propoftion of the total, the occurrence 
of AIDS in these young age groups has important public health 
inq;>lications. Chikben currently account for only 2 percent of all 
An>S cases, but their number is growing, due to increasing numbers 
of infecticms transmitted from infected mothers to their newborns.' 
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TMt X MCTRnimON OP REPORTED AIDS CASES 
kt Ik* IMM SKrtM Jjr Kaet mi Stx, 1981 '1989 
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60% 
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25% 
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53% 


11% 
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Latino 


1S% 


20% 


25% 


6% 


9% 


Other 


1% 


<1% 


<1% 


2% 


3% 


Total 


100% 


100% 


100% 


100% 


100% 



CDC MMWR 1919; 3S(S-4) 

CDC IflV/AIDS SofveOlaiioe l^nrt. Januftiy im. 

Witii perinatal transmission rates of HIV infection of 20 to SO percent, 
this iixq)lies a two- to five-fold higher rate of maternal infections. 
Recent an(Miynx>us newborn screening data show wide regional 
differences, even in cities with high-nrJc populations. In New York 
Qty, 1 in 77 live births occurred to a seropositive mother, whereas in 
San Ftancisco it was 1 in 776 live births.^^ 

Adolescents from 13 to 19 years of age comprise an even smaller 
pn^KHtion of AIDS patients, 0.4 percent in December 1988, but 
adolescents are a particularly vulnerable segment of society. With 
incubation periods of ten years or longer, the much higher propor- 
tion of persons with AIDS in the 20- to 24-years age group (4 per- 
cent) reflects infection acquired during adolescence.^^ Moreover, 
increasing crack cocaine use among segments of the adolescent 
population is an ominous sign for the future development of HIV 
infection in this population. 

A recent study of adolescents with AIDS^^ showed the mode of 
acquisition of HTV to vary with age and race as follows: Blood and 
blood products were the source of HIV for more than one-half of 
cases in 13 to 14 year olds, but for only one-fifth of the 17- to 19- 
years age group. Sexual contact or injection drug use accounted for 
one-tenth of cases anx>ng 13 to 14 year olds and more than one-half 
in the 17- to 19-years age group. Anx)ng adolescents the dispropcr- 
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tioiuite involvement of ethnic groups is similar to that in adults, with 
Blackt and Htqnnics conqnising 34 percent and 17 percent of ado- 
lescent AIDS cases but only 14 percent and 8 percent of the United 
States population between 13 and 19 years of age. 



DISTRIBimON OF HIV INFECTION 

The inevalence of HIV-infected persons in the United States, or 
indeed raywhere in the wwld, is not precisely known. Since AIDS 
has been a itportable disease in all SO states, prevalence estimates 
for AIDS have been based on reported numbers, taking into account 
the probable degree of underrepOTting. Cases of HIV infection that 
do not meet the CDC case definition for AIDS have not been report- 
able in all states, so that individuals desiring antibody testing could 
do so with minimal risk of loss of confidentiality. Thus, information 
on the prevalence of people with HIV antibodies is based on various 
sarnies of the peculation, such as risk group estimates and several 
large peculation samples, each with its own sources of bias. Aware- 
ness of these biases is important in order to understand the meaning 
of the resulting estimates.^^ 



Estimates Based on Studies of High-Risk Groups 
The 1987 CDC estimate of 1-l.S million infected persons in the 
United States was derived from estimates of the size and seroprc- 
valence of the different risk groups: homosexual and bisexual nen, 
intravenous drug users,* hemophiliacs, heterosexuals, and other 
groups such as transfusion recipients and parmers of individuals at 
risk (Table 4). This corresponds to an infection rate of 0.4-0.6 per- 
cent (1 in 250 to 1 in 167 persons) in the total United States popula- 
tion of 245 million or 0.7-1. 1 percent in the United States population 
between 17 and 54 years of age.^^ The estimate of HIV infection in 
the United States has recenUy been rcviscd downward to between 
700,000 and L31 million on the basis of an observed slowing in the 
rate of increase of reported' AIDS cases in mid- 1987, particuMy in 

* Hm OC hu always and continuef to lefer to *'tntnvenouf dmg uien** rather than the term **injeC' 
tion dnif uaer.** 




ERIC 



44 



25 



UmtentatuUng Ou HIV Epidemic 



homosexual and bisexual men who were not intravenous drug us- 
ers." 

HIV seropievalence ranains highest in those groups that account 
for Ae majority of AIDS cases in the United States. A number of 
studies have addressed HIV infection in homosexual and bisexual 



TaUe4. CDC ESTIMATE OF NUMBER INFECTED WITH HIV 
IR Ikt VMMSMn, 1987 (CDC, 1987) 
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30.000 


HeleR>ie3ciiil conuctt of above 


Subtotal 


900.000-1.270.000 



(5-10% of total infectknu) 45.000-127.000 

ToUl 945.000-1.400.000 

men and in injection drug users. The seroprevalence rates in homo- 
sexual and bisexual men ait generally between 20-50 pocent.^^ The 
seroprevalence rates among all men living in cities like New Yoiic 
and San Fhuicisco that have large numbers of high-risk residents 
may be as high as 10 percent, or SO to 60 percent among homosexual 
men. High rates are reported in studies conducted in special settings 
such as SID clinics, and are likely to overestimate die true seropre- 
valmce in i ) homosexual and Usexual population.^* Studies over 
time have shown encouraging results. In San Francisco, seroconver- 
sicm rates have decreased from 18 percent per year in 1982 to less 
tiian 1 percent per year in 1987, accompanied by a decrease in high- 
risk sexual practices. 
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HIV senqpievaleiice among injection drug users is very high (50- 
60 peicent) in Ae cities of the Ncxtheast, particulariy New York and 
Newadc* Infixtion rates in other parts of die country are lower than 
m die Nordieast, generally 3 to 20 peroent^^ ''Shoodng galleries,'' 
yfihat individttals meet to share and shoot drugs, may have led to 
hi^ infection rates amcMig injection drug users in the Northeast^ 
HowcvoTt sharing of needles and syringes is ccmmion also among 
injectioQ drug users in areas with as yet low serqncvalence.^ In- 
fected iiyection drug users have been a majcK link in the spread of 
the HIV qndemic into heterosexual populations,^ and more than 70 
peicait oi infants with AIDS have been bom to mothers who were 
injection drug users (IDUs) m sexual partners of IDUs.^ 

Infisction rates in heterosexual partners of infected persons are 
highly variable. Among persons who often have shared hundreds of 
qnsodes of unprotected vaginal intercourse, seroconversion rates 
have ranged from 0-58 pen:ent, with a median of 24 percent. In a 
CaHfomia partners study, 24 percent of 132 female partners of in* 
fected men and none of 20 inale partners of infected women had 
antibody evidence of infection.^ These findings Olustrate the low 
infectivity of the virus durough heterosexual intercourse in the United 
States— averaging about 1 in 500 episodes of unprotected vaginal 
intercourse between an infected and an uninfected person.^ Infectiv* 
ity appears to be higher with anal intercourse, and it is also much 
higher with vaginal intercourse when there are open sores on the 
genitalia. 

Estimates Based on Surveys of Other Populations 
Several surveys have addressed the issue of HIV prevalence in 
large population segments: blood donors, military recruits and child* 
bearing women. Seroprevalcnce nxnong Hrst-time blood donors is 
very low — ^less than 0.1 pcrcent^--due to the voluntary self-deferral 
of individuals who are members of one of the high-risk groups listed 
in Table 2. It therefcne underestimates the overall seroprevalcnce in 
the general population. 

Since October 1985, the Department of Defense has screened all 
civilian applicants to military service for evidence of HIV. More 
than 1.7 million recruits (86 percent men) had been screened by 
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September 1988, with an overall seropitvalence of 0.14 percent 
Mm had a higher rate {OAS percent) than wcnnen (0.07 percent). 
Black itcniits were over five times and Hispanics over three times 
moft Iftdy to test positive Aan Whites*^ Military screening pioba- 
bty uD dei tstima tes seroprevalence in the general population. Hchdo- 
sexual and bisexual men and injection drug users are not eligible for 
military service and are underrepresented» while mincmties and per- 
sons of lower socioeconcmuc status are over represented. 

The gec^grqrfiic distribution of HTV infection in both military 
recruits and blood donors is similar to that of AIDS, with states 
reporting the hi^iest rates of AIDS cases also having the higher 
seroprevalence in military recruits and blood donors.^ The five-fold 
higher rates of HIV seroprevalence in men compared to women after 
adjusting for age and race is difficult to interpret, since the self- 
selection biases may be different for men and women.^^ Most of the 
seropositive individuals found anxmg blood donors or militaxy recruits 
have risk fsctcns that fit into one of the described risk groups (Table 
2). HIV infection in the United States among persons who do not 
know themselves tt> be in a high-risk group has been estimated to be 
low, 0.01-0.02 percent*^ 

The most rq>resentative large population surveys conducted in 
the United States are several statewide programs that test all women 
giving birth via anonymous testing of newborn blood samples. Since 
maternal HIV antibodies are transmitted to the fetus, their presence 
in newborn blood denx>nstrates that the mother is infected. HIV 
prevalence rates range from less than 0. 1 percent in California, Colo- 
rado, Michigan, New Mexico and Texas to 0.2 percent in Massachu- 
setts, 0.S percent in Eorida and New Jersey and 0.7 percent in New 
York. Since testing of infants is anonymous, there is no information 
about maternal risk factors. However, infection rates were highest 
among mothers delivering in metropolitan areas and lowest in rural 
areas." Rates from 2-2.4 percent were reported from New York Qty 
zip codes known for high rates of drug use, and even higher rates 
were rqxvrted from several inner-city hospitals.^ 

These surveys of newborns also show much higher seroprevalence 
rates in Blacks and Hispanics than in Whites.^ In one inner-city 
New York hospital, the rate in Black mothers was 5.6 times and in 
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Hispanic mothers 3.7 times the rate in White mothers.^ This dispro- 
portioiitte involveoient of ethnic minorities is also known to exist 
within risk groups^' 

Infonnatkxi about HIV infection in adolescents is available from 
scieeiiing <rfaU Job Coips q^plicants. The Job Corps provides resi- 
dentiil training for disadvants^ youths between 14 and 21 years of 
age* but excludes active intravenous drug users. About 84,000 i^li- 
cants have been tested since screening started in March 1987. Pit- 
liminaryitsultsieleasedinMay 1989 indicate an HIV senqxrevalence 
rate di 0.41 percent^ Additional recent data cited from tiie QX^'s 
national hospital survey indicate tiiat as many as 1 percent of IS to 
16 year olds may be lUV-infected in high prevalence areas such as 
New and Miami (patients admitted for trauma or substance 
abuse were not included in the study).^ 



PROSPECTS FOR THE FUTURE 

Any projection of tiie future course of tiie HIV epidemic will 
necessarily be based on imperfect knowledge and will at best yield a 
range of possibilities. Several methods have been used to forecast 
future numbers of affected individuals over ihe short term (two to 
five years).^^ Extn^lation uses current AIDS surveillance data and 
assumes that previous trends will continue to predict the cumulative 
number of AIDS cases in tiie future. Back cdculation works back- 
ward from the number of observed AIDS cases and knowledge of 
ihe incubation period to estimate die number currently infected witii 
HTV and predict the number of future AIDS cases. The reliability of 
any mediod decreases witii efforts to predict die more distant future. 

Based on estimates of the current number of HIV-infected indi- 
viduals in die United States, die number of AIDS cases can be ex- 
pected to increase tenfold in the 1990s even if no further spread of 



* Subiiaoikl propoiliQM of tdoletccnu are lexuaUy Miive and hifh-riik lexual behavion aie com* 
moa^IUM fttv^ ofadoleaoeMi have demomt^^ 

wlkkkHIViitfectkmcaii^pmMLThesarveyi alio lugiett that many sexually active adoleMcnu may 
iMglMl pRNMlaii themaelvet in ipiie of adequate knowledfe/* Hiui, iheie ii an uif ent need for 
iniefVMkm M a yoimg age with aocwate and oonip^^ 
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HTV were to occur. How fast this increase occurs will depend on 
factors such as widespread use of AZT or other antivirals that slow 
progressicMi (tf the ^disease and may prolcHig scjvival.^ MOTeover, 
improvements in therqiy that prolmg the survival of AIDS patients 
would incitaae die prevalence of AIDS in the populaticm. 

Future projections the AIDS epidemic in the original epicenters 
vary by r^ioo. In San Fhuicisco, where the epidemic has affected 
primarily homosexual White men and there is evidence of reduc- 
tions in high-risk behaviors, the rate of new AIDS cases occurring 
per year is escpected to peak by the mid-1990s and slowly decline 
thereafter.^ Ii> the Northeast, notobly New York and New Jersey, 
where the epidenuc has become primarily a disease of injection drug 
users and tteir sexual partners and offspring, the infection is spread- 
ing more rapidly, although the incidence of new infections in the 
general population is quite low even there. 



PUBLIC HEALTH IMPLICATIONS 
Modes of Transmission 

In order to transmit the infection, HIV has to get ^m an infected 
individual into the bloodstream of an uninfected individual. This is 
known to occur in three ways: through sexual activity (where semen 
or vagin^ fluids are passed from one individual to another), perina- 
talljf from an infected mother to her newborn and through direct 
transfer of Lifected blood. No new nxxles of transmission have 
emerged in nine yean of careful epidemiologic study. The effi- 
ciency of transmission via each of these routes appears to be variable 
and may depend on a number of cofactors. HTV can be transmitted 
cither as cell-firee virus cx in HIV-infected cells; the minimum amount 
of virus or number of infected cells required for transmission is 
unknown.^ 

Sexual Transmission 
Epidemiologic studies of honK>sexual men have shown that their 
highest risk of acquhing HIV infection is through receptive anal 
intercourse, with an infected person inserting his penis into the anus 
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ci an uninfected partner.^ The risk of transmission through insertive 
anal intereoune ( wten an uninfec ted person inserts hi s peni s in to the 
anus of an infected partner) q)pears to be lower, but has not been 
well documented A n^imber of sexual practices have been identified 
thai can cause or enhance damage or weakening of the rectal mucosa 
and thereby facilitate transmission of HIV during anal intercourse,^ 

Normal niucosa (the membranes lining body q;)enings sue 
vagina and mouth) q>pears to provide an effective barrier against 
HIV» so diat die efficiency of HIV transmission by sexual inter- 
course is considerably lower than for other sexually transmitted dis* 
eases such as gomHrrhea, syphilis or hepatitis.^ The size of the viral 
dose necessary to transmit the infection is not known, and there is 
litde information on the factcws diat might modify transmissibility of 
the virus or a person's susceptibility to becoming infected.^ There is 
q)eculation that infectivity may be higher during the acute syndrome 
in the first few weeks of infection, and there is evidence to suggest 
that infectivity is higher in the final stages of HIV disease^ and in 
the presence of damaged skin or mucosal membranes that provide a 
porttl of entry for the virus.'' 

There is ample epidemiologic evidence of HIV transmission 
throu^ vaginal intercourse. In the United States, the infectivity of 
vaginal intercourse is low, so diat the likelihood of acquiring HIV 
finom an infected person through a single :^t of unprotected (i.e., no 
condom) vaginal intercourse is very low, on the order of 1 in 500.'^ 
This risk is estimated by studying discordant couples (one partner 
infected) and determining the proportion of uninfected partners who 
seroconvert over time. Male-to-female infectivity is probably greater 
than female-to-male. Some studies in the United States have found a 
surprisingly low cumulative likelihood of a woman becoming in- 
fected after hundreds of episodes of unprotected vaginal intercourse 
wid) an infected partner.'^ Caution must be exercised in interpreting 
this finding, as infection rates have differed among groups smdied,^ 
and the risk of becoming infected may vary among individuals.^' 

The risk of acquiring HIV infection through vaginal intercourse 
has been estunated according to the partner's risk group and is re- 
ported in Table 5.^ If the partner is not in a high-risk group, the risk 
per sexual encounter is extremely low, even if no condom is used (1 
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TMe S. KISK OF HIV* INFECTION FOR HETEROSEXUAL 
INTERCOURSE Im lk$ VmiMSmm 


RMCttatoryoT 
PirtMr 


Egtte 

AggMmptloM ofli 


iMRkdt 


rtmlence 

ormv 


Infectivityt Condom/ ISenal 
Spentridde EncetMlir^ 
FUnrt 
Kate 


SOtStOMl 


ilfV NRMIMM uakiiown 
NoifaMylrig|i*ffiik 








gfonp 
UiivgOQBdani 
Not oiiig oondont 


0.0001 
0.0001 


0.002 0.1 1 in 5O.000.0X 1 in 110.000 
0.002 ... 1 in 5.000.000 1 in 16.000 


Utinimndomf 
Not ndnf oondomi 


0.05 to 0.5 
0.05 to 0.5 


1 in 100.000 
0.002 0.1 to 1 in 10.000 
0.002 ... 1 in 10.000 

to 1 in 1.000 


lin 210 
to 1 in21 
lin 32 
to 1 in3 


HIV MfQMgttivt 

No liiMy olhitlHriik 

bilMVioi* 

Uong oondoAf 
Not Ming oondomf 


0.000001 
0.000001 


lin 

5.000.000.000 
0002 0.1 lin 
0.002 ... 500.000.000 


lin 

11.000.000 
lin 

1.600.000 


CoiNjMiii^ltt^fiak 

bihinoi* 
Using ooodcnu 
NoHMksoandomi 


0.01 
0.01 


0.002 0.1 lin 500.000 
0.002 ... lin 50.000 


' in 1.100 
lin 160 


HIV Mvopoiidvo 
Uting ooDdomt 
Nocnnng oondomi 


1.0 
1.0 


0.002 0.1 lin 5.000 
0.002 ... lin 500 


linll 
2in3 


* HIV Mkam kamaii jmrnonodefidfincy vi- IHigh-riik groupi with prevalmcei of HIV in- 
nu- fection at the tugber fnd of the range given in- 
tThe vebe 0.002 nprefenu in upper limit on chide homoiexiial or biiexual men and iatrave- 
thepiobefaUiiythetninfeGiedmak willtfani- noui drug men from major metropolitan aieai. 
Bit HIV 10 -« MrittfMlid female during one and hemophiliaci. Oioupi with pfevalences at 
epiaodiofpaiil0-¥igiBalinleicouiiewiihejacu> the bwer end of die range include bomoaexiial 
laliaL Piale t(Hnak inlKtiviiy mey be lower, or biaexuid men and intnwenoui drag oaen from 
andiiteMlyfHraiialiBienawieorinieraiune other parts of the coontiy, femiOe proatibiles. 
wfaMgwitaluken are prasentmsy be higher, heterosexuals from ooumries when heieioaa- 
Thevahmiaagroiipmeanandmayvafyamoi^ spread of HIV is conunon (induding Haiti 
iidivMida. and central Africa) and redpienu of mukiple 
(The risk of htfeclion for one encounter is the blood transfusions between 1983 and 19aS from 
peodaelQflhevihMainoohnns3thn)agh4of areM with a high pmralence of HI\' infection, 
the Table CAsaumptions'O. «High-risk behavior consisu of sexual inter- 
IThe risk of inlDction for 500 encounters is ooune or needle rfiaring with a member of one 
€Qfanii2x|l •(! >oohimn3xcohmm4)n- of the high-risk groups. 


RmriMd widi peimtsaion from JAMA Vol 259 No. 16 (April 22/29. 1988): 2428-32 Copyright 
1918 American Medical Association. 
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in S mUlxHi), However, if the partner is in a high-risk group, the risk 
<rf becoming infected increases substantially , by about four orders of 
nugnit^Kk, while using a condcnn can reduce this risk by only one 
Older ci magnitude. Thus, one's risk of acquiring HTV infection 
tfarou^ sexual intercourse depends nio;>i of all on the likelihood that 
one's partner is infected, and secondarily on condcHn use," 

The presence of HIV-infected cells in genital fluids may play a 
mqor fde in the sexual transmission of the infection.^ Transmis- 
sioo of HIV infection by artificial insemination with spemi from an 
infected donor has been reported.^' Studies in Aftica, where hetero- 
sexual intenxHirse is the major route of HIV spread, have shown that 
genital ulcers favor transmission, as does lack of circunx:ision in the 
male.^ HIV has been isolated ftom secretions caused by tissue in- 
flanunation surrounding genital ulcers of infected persons.^^ The 
presence of inflammatoiy cells in genital ulcerations provides both a 
source of HIV and a site for viral entry Genital lesions may con- 
tribute to the high rate of HIV seropositivity observed in patients 
attending sexually transmitted disease clinics in the United States (5 
percent in one recent study 

A few instances of HIV transmission by oro-genital contact have 
been reported," but whether infection can occur by this route re- 
mains controversial. The risk associated with this activity appears to 
below. 

Blood-Borne Transmission 

Transfusion of a single unit of blood from an infected donor car- 
ries a high likelihood of transmitting the infection, on the order of 80 
to 90 percent^ However, mandatory serotesting of donors instituted 
in 1985, combined with rejection of potential donors who acknowl- 
edge having any risk factors, has made the risk of acquiring HIV 
infection via transfusion very low. The odds of acquiring HIV infec- 
tion from a single unit of transfused blood have recently been esti- 
mated to be 1 in 153,000 (ranging from 1 in 88,000 to 1 in 300,000).^ 
Most of this risk derives from blood donors who do not acknowledge 
having risk factors and who have not yet scroconverted because their 
infection is recent.^ 

In a recent report of blood donors in Washington, D.C., tested 
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between July 1983 and December 1988,** the frequency of positive 
Western blot lesolts fell from 0. 14 to 0.04 percent over the 42-month 
stwty period, probtbly due to fn<x risk factor screening. Of the 
coofinned HIVi;K»itive donors enrolled in the study, all were subse- 
quently found to have identifiable risk factors. But 26 percent did 
not believe themselves to be at risk because diey had recently changed 
their bdiavior, and anodier 26 percent presented for donating in 
Older to obtain an HIV test Another 15 percent had felt pressured 
into donating by fiunily or friends and yielded to this pressure be- 
came they wanted to keep their risk factcv confidential. 

Patients with heooophilia ot odier coagulation discnders require 
rqieated iiyections with coagulation factor concentrates made from 
pooled blood ^ thousands of donors. This intensity of exposure 
inq>lied a high risk of infection prior to the instituti(xi of heat treat- 
ment 0[ the omcentFBtes in 1985; the risk of infection has substan- 
tially decreased since then.** Follow-up studies of patients with 
hemophilia have documented which decontamination methods of 
factor concentrates are the most effective, so that the risk of HTV 
infection can be expected to decrease even further.^ 

Virus may be transmitted by needle sharing annong injection drug 
users. In drug use, blood is drawn into the syringe priw to injection 
to assure that the needle is in a vein, and sufficient blood ofren 
remains in the syringe to infect subsequent users.^' HIV infection in 
injection drug users provides the principal mode of transmission of 
HTV to the heterosexual aduh population and to infants through 
perinatal infection.^ Inadequately sterilized parenteral material used 
for medical procedures or in ritual scarification (e.g., tattooing) may 
also transmit the infection. 

Accidental inoculation of infected blood in health-care workers 
by needle stick or via atnaded skin appears to carry a relatively small 
risk of infection, about 0.5 percent per exposure." Although tiiis risk 
is small, it represents a serious occupational hazard diat can be re- 
duced, but not completely eliminatnl, by taking universal precau- 
tions and treating the body fluids of every patient as potentially 
infected. 
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Perinatal Transmission 

Perinatal transmission of HIV fironi an infected mother to her 
in&nt has been well documented and accounts for over 80 percent of 
pediatric AIDS cases in the United States. HIV may be transmitted 
to die fetus both early and late during pregnancy and there is 
evideaoe that transmission may occur by direct infection of placen- 
tal tissues.^ Infection could also occur during the birthing process, 
but Ais does not appear to be a ccmunon path; Cesarean section has 
not been shown to be protective.^^ Breast milk has transmitted HTV 
infection in several well-documented cases of women who became 
infected via post-partum b!ood transfusions, and virus has been iso- 
lated from bfeast milk in both free and cellular form.'" The effi- 
ciency of HIV transmission via breast milk is probably low and may 
be facilitated by breaks in the infant's mucosa, but little information 
is currendy available. 

Infuits of infected mothers have maternal antibodies in their blood- 
stream that persist for many months after birth, but only about one- 
diiid of these infants are infected.^ Thus, diagnosis of HIV infection 
in infants younger than IS nxMiths of age cannot rely on serotesting, 
but must be made on a clinical basis or by using a research labora- 
tory to detect viral components in the infants' blood. Little is known 
about risk factors that may enhance the rate of perinatal transmission 
or about interventions to prevent transmission of the infection to the 
infant. 

How HIV Is Not TkANSMiTTED 
There is strong epidemiologic evidence that HIV infection does 
not occur through intact skin; the virus can only pass through breaks 
in the skin or by needle puncnire. HIV is not transmitted by touch- 
ing, hugging, handshaking, sharing eating utensils, sneezing or shar- 
ing close living quarters.^ Numerous studies in the United States 
and elsewhere have examined the risk of HIV infection in hundreds 
of close househoiu s itacts of both infected adults and children over 
numy years, and no instances of HTV transmission were found.^ 
Exposures included sharing of items used in personal grooming, 
even toothbrushes in some instances, and yet no HIV infection was 
found in the household contacts, except in sex partners and infants 
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bom to infected mothers. 

Exchange of saliva has not been documented to transmit the infec- 
tion. In the absence of blood, HIV is present in saliva in minute 
quantities only.'^ Qose follow-up of health-care workers bitten by 
AIDS patients and of children bitten by HIV-infected children shows 
no evidence of s.ercx:onversion.'^ Thus, if close household contact 
does not transmiv the infection, it is even less likely that HTV can be 
acquired by routin^^ contact with infected persons in schools or at the 
woric place. 

HIV is not transmitted by insect bites. There is no biologic evi- 
dence supporting the hypothesis of insects as vectors of HIV trans- 
mission.'^ Moreover, the epidemiologic pattern of HTV disease is 
incompatible with transmission by insects: Most infected persons 
are 20-49 years of age; there is no reason for biting insects to display 
such age selectivity. 

While the nKxles of transmission are now well understood, much 
woric remains to be done to explain the variability in the efficiency 
of transmission observed in each of these modes. However, given 
the modes tr:;nsmission, it is clear that the propagation of the HIV 
epidemic depends on individual behaviors, and that further spread 
can be halted by changes in individual behavior aiid community 
norms. 

Preventing HIV Infection 

Epidemiologic c dence has identified the behavior-rela.ul modes 
of HTV transmission, so that risk groups can be defined on the basi«: 
of activities that put their members at risk of transmitting or acquir- 
ing the infection (Table 2). The next step, designing programs for 
preventing the spread of HIV, has two important aspects. First, there 
are policies that must be implemented, such as protecting the blood 
supply from contamination. But most of the preventive efforts must 
be focused on modifying the behaviors Jiat carry risk of acquirng 
HIV infection. Approaches need to be developed for disseminating 
accurate, up-to-date information to help people recognize what con- 
stitutes a risk factor and to help them minimize their risk by chang- 
ing their own behaviors. 

Table 6 summarizes recommendations for preventing the spread 
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of HIV infection by reducing risk factors in five settings: sexual 
activity, injection drug use, pregnancy and birth, medical use of 
blood products, and health-care practice. Risk may also vary with 
geographic location, such as longterm residence after 1975 in com* 
munities or countries with high HIV prevalence, for example in 
countries of the African malaria belt Persons who have<loubts about 
their own risk or that of a past or present sexual partner may wish to 
discuss their situation with their health-care provider; they can also 
seek anonynoous or confidential HIV-antibody testing to clarify their 
HIV status. The following sections will discuss prevention in detail. 

Preventing Sexual Transmission 
As discussed in the previous section, the highest risk of sexual 
transmission is associated with anal intercourse, while vaginal inter- 
course carries a lower risk. The risk associated with either activity is 
higher for the rccepdve partner and is enhanced by the presence of 
genital lesions, by an advanced stage of disease progression and 
probably also by lack of circumcision. While some persons may 
remain uninfected in spite of a large number of unprotected sexual 
ccmtacts, others may become infected after one single encounter, 
why such differences exist is not known. The risk of becoming 
infected is reduced by using latex condoms (not those made of ani- 
mal tissue). Oil-based lubricants should be avoided in conjunction 
with condoms because they uamage latex; instead, water*based gels 
should be used for lubrication. Although it is possible that the risk is 
further reduced if condoms are used in association with nonoxynol- 
9, a spermicidal cream that has been shown to kill HIV in the labora- 
tory, there is no direct evidence concerning its effectiveness in real 
life, and the cream may cause mucosal irritation if used frequently. 
Condom use offers about 90 percent protection,*^ because cf prob- 
lems with condom breakage or user error. 

The risk of acquiring HIV through sexual relations depends on the 
probability that the partner is infected and on the precautions taken 
during sexual activity.*^ For individuals who are not members of a 
high-ri: k group, carefully choosing a partner at low risk of carrying 
HTV is the most important preventive measure. This measure in- 
volves taking the time and effort to get to know a prospective partner 
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Ttbk PREVENTING HIV INFECTION 



1, ToprtmtthctmilipmMtorHIV 

ft. Biioow«ge individuals to eviluale thek own risk 
IMrliMi(s). (See lut for qptcifics.) 

b. I^individuab who hive one or nK>re of the risk factors ciied in 

mgm of dieir risk sutus, recommend vduntery anonymous or confidential 
HIV-«itibody testinf with fbllow-up counseling at least six months after the 
occumoe of the last risk. 

c. For iiidivkhiab who are HIV positive or continuing to engage in risk fae^ 
(i) Rec omm end avoiding anal and vaginal sexual intercourse (safest) or 
Oi) using condoms when they do have intercourse. 

d. For individuab who are HIV negative and do not engage in any risk behaviors: 

(i) Recommend discussing HIV risk reduction with any sexual partner. 

(ii) If the paitner is HIV positive or of unknown serostatus, recommend: 

• avoiding anal and vaginal lexual interooune (safest) or 

• using condoms when they do have intercourse. 

1 To prevent HIV aprcftd by ti^lcctkHi drug use 

ft. Advise against injection drug use and recommend participation in injection drug 

treatment programs, if feasible, 
b. For those who continue to inject drugs, recommend: 

(i) thai they not ihaie needles or other injection equipment, and 

(ii) that diey use bleach to sterilize all injection equipment. 

3. To prevent perinatal ipread of HIV 

ft. Forwomenwhoarepregnantorcontemplatingpregnancy and are unsure of their 
HIV suais, recommend voluntary anoiiymous or confidential HIV>antibody test- 
ing with folk>w*up counseling. If positive, obtain counseling concerning: 

(i) defeiral of pregnancy; 

(ii) termination of a current pregnancy; 

(iii) planning for mother's and infant's care, if pregnancy is continued, 
b. Advise HIV-positive mothers not to breast feed their infanu. (See text) 

4. To prevent HIV spread by medkal use of blood products 

Dissuade high-risk persons from donating blood, screen donaif d blood for HIV anti- 
bodies, sterilize clotting facton and avoid unnecessary transfusions. 

5. To prevent HIV Infection of healtli-care provklers 

Train healdKare personnel and equip facilities to promote universal precautions, 
i.e., to handle the body fluids of every patient as if that individual were infected with 
HIV. 



well. Whenever there is doubt, the safest option is to defer sexual 
intercourse until the partner's risk status has been clarified and a 
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blood test for HIV antibodies has been obtained. If intercourse is not 
deferred, using barrier methods of protection, such as condoms, will 
greatly reduce but not eliminate risk of infection.*^ 

Unprotected sexual intercourse is safe in a mutually monogamous 
relationship between known uninfected paroiers or partners of long 
duration (at least ten years). It is also safe in a mutually monoga- 
mous relationship of shorter duration if both parmers either have no 
history of risk behaviors or if the risk behavior was renrate and a 
recent blood test reveals no HIV antibodies. Having sex with a part- 
ner who does not belong to a high-risk group and has had only a few 
long*term relationships in the past ten years carries litde risk of HIV 
infection, about 1 in 5 million per sexual encounter, even if no 
condoms are used.*^ Over several years this risk would accumulate 
to about 1 in 16,000 (Table S). Although this risk is still small, a 
long'term relationship warranr-} frank discussions about risk reduc- 
tion measures and options for anonymous or confidential serotesting. 
Individuals who have doubt about their own HIV status should have 
access to anonymous or Cx^nfidential serotesting and consider either 
abstaining from sex or using condoms in the meantime. 

Condom use is essential in sexual intercourse with a high-risk 
partner. Searching for a partner who is likely to be uninfected within 
a risk group may not be practicable, particularly if seroprevalence is 
high. However, if tiie sexual partner in a potential long-term rela- 
tionship has engaged in high-risk behaviors for HTV infection or has 
a histcHy of i laving a sexually transmitted disease or of having many 
sexual partners, frank discussions concerning risk reduction prac- 
tices are essential, including the option of serotesting six months 
after stopping high-risk behaviors. Engaging in sex with an injection 
drug user or with an individual who practices exchanging sex for 
drugs or nK>ney may carry considerable risk, because the high-risk 
behavior is likely to be ongoing or recurrent." 

Persons who are infected can use latex condoms to protect their 
uninfected partner, but over several years of relations the risk of 
transmitting HTV increases to about 1 in 1 1, even witii condoms.*' It 
would be safer to practice sexual activities that avoid ejaculating 
into a body cavity or onto damaged skin.^ The use of condoms may 
also be desirable if both partners are infected, since it is possible that 
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reinfection hastens piogression of the disease. There is no direct 
evidence, but it is possible that reinfection with HIV may act like 
any otiher infectious disease agent, i.e., challenge the inunune sys* 
tern into acticm and thereby induce infected immune cells to multiply 
and produce numerous copies of HIV (see Chapter 1). 

Availatnlity of latex condoms with instructions concerning their 
contct qyplication is essential in efforts to prevent the sexual spread 
of HIV infection. Whenever there is a possibility that a sexual part* 
ner may be infected, intercourse should not take place without a 
ccmdcm Although condoms have a failure rate of about 10 percent, 
they reduce the risk considerably. Even incorrect application of a 
condom is better than no condom use at all in situations where there 
is doubt Moreover, condoms offer protection against the spread of 
other sexually transmitted diseases. 

Finally, in order to prevent the sexual spread of HIV infection, it 
is in^rtant to avoid abuse of substances that impair judgment, such 
as alcohol or cocaine or other illicit drugs, since high-risk sexual 
practices may be more likely under the influence of drugs 

Preventing Transmission Through Injection Drug Use 
Preventing the spread of HIV via injection drug use is difficult, 
since it is often hard to reach injection drug users and gain their 
compliance with prevention effons. Tl:ere are too few detoxification 
programs for injecticm drug users who want to stop using drugs, and 
programs designed to help injection drug users stop sharing needles 
and syringes have inadequate public support and finding. For those 
who will continue to inject drugs, prevention strategies should in- 
clude regular access to sterile injection equipment, including needle 
exchange programs. There is need for further intervention to reduce 
sexual risk behavior among injection drug users. Without such pro- 
grams the risk of new infection remains high in injection drug users, 
dieir sexual partners and their children. 

Preventing Transmission Through Blood and 
Blood Products 
The strategy for preventing HIV transmission by transfusion of 
blood and blood products uses a combination of voluntary deferral 
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of high-risk donors and mandatory HIV serotesting. Since serology 
can detect HIV antibodies only after they have developed, sero- 
testing does not help screen out blood of individuals with recently 
acquired infection. Risk assessment and self-deferral of potential 
draors are therefcm very important Some individuals presenting 
for blood donation do not acknowledge having past risk factors, 
because they have recendy changed their behavior and/or because 
they desire HIV testing.'^ There is a great need to impait a clear, 
unmistakable prevention message and to persuade individuals who 
want to know their antibody status to use the widely available and 
often free anonymous or confidential serotesting programs, instead 
of presenting for blood donor testing. 

Individuals preparing for elective surgical procedures have the 
option of donating blood for their own use at the time of surgery 
(autologous transfusion). The practice of requesting blood donations 
fiom friends or acquaintances may not be in thie patient's best 'nter- 
est An individual may feel pressiued into donating in spite of know- 
ing of some risk factor that he or she wants to keep confidential. In 
an effort to counteract this pressured-donor effect, blood banks give 
donors several chances to label the blood confidentially and unob- 
trusively as ineligible for use. 

Preventing Perinatal Transmission 
Preventing perinatal HIV transmission requires that prospective 
mothers present for risk assessment and counseling prior to preg- 
nancy or during prenatal care. Those who think they might have 
been infected witfi HTV should be advised to seek voluntary (anony- 
mous or confidential) HIV serotesting. If the HIV test is positive, 
they should receive counseling concerning their options, such as 
deferral of pregnancy, termination of a current pregnancy or plan- 
ning for the future care of their infant. HIV-infected mothers should 
be advised not to breastfeed their infants; the only exception to this 
rule should be based on the inability to provide adequate alternative 
nutrition, as may be the case in a developing country, where malnu- 
trition threatens the lives of all infants and would also hasten the 
demise of those who arc HIV-infected. 
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Preventing Occupational Transmission 
Pieventing accidental infecdou of health care workers is an im- 
portant challenge. Although less than O.S percent of health-care 
woricers have been reported to seroconvert after needlestick inocula- 
tion with HIV-infected blood (compared with up to 20 percent sero- 
converting after needlestick exposure to hepatitis B virus), there is as 
yet no proven prophylaxis for HIV infection (as Utere is for hepatitis 
B); however, scnne health care institutions have begun experimental 
use (tf post-exposure prophylaxis with AZT.^ Taking universal pre- 
cautions as if every patient were potentially infected may reduce but 
cannot eliniinate this occupational hazard.'^ 

Social and Cultural Prevention Issues 

The future of the epidemic in any community, even in low- 
prevalence regions, will depend to some extent on the presence of 
behaviorally vulnerable groups in which HIV is likely to spread 
rapidly once it has been introduced. It will also depend on the success 
of community efforts to help these groups implement effective 
behavioral prevention. This section focuses on psychosocial and 
sociocultural aspects that may impede or foster prevention efforts 
and underlines the importance of having group members take a lead 
in HIV prevention within their communities. 

The Role of the Community 
Risk behaviors at the individual level are intimately linked with 
social and cultural aspects of the conununity in which they occur. 
Anonymous and multiple-partner sexual behavior among gay men 
in the years prior to the HFV epidemic, for example, was often con- 
sistent with gay community norms and served to strengthen and 
enhance gay identity.^ Similarly, ritualistic needle sharing among 
injection drug users in some East Coast communities has been de- 
scribed as a symbol of trust and a means of bonding within the 
subculture.^ In these and other ways, risk behaviors practiced by 
individuals reflect personal, emotional, political and economic at- 
tributes of the community. Consequently, the most powerful preven- 
tion strategies are those grounded in an understanding of cultural 
issues within the community and those that involve the target com- 
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munity in changing individual behaviors and group norms. 

The response of gay nnen in San Francisco to the HIV epidemic is 
a facefiil demonstration of community action applied to the prob- 
lem of HIV prevention. Annual HIV seroconversion rates in this 
oxnmunity decreased £rom 18 percent in 1982 to 1 percent in 1987,^^ 
and diis decrease was accompanied by large and stable changes in 
sexual risk behaviw. Prevention efforts relied on conmiunity-based 
a^irottdies and volunteer organizations to change social norms re- 
lated to sexual practices, encouraging safe sex as an alternative to 
hi^-risk practices.'^ Interventions included education about risk and 
ride reduction, anonymous antibody testing, media saturation with 
HIV>related information, organized public meetings and forums and 
infoimal small groups conducted in private homes.^ Taken together, 
these strategies represent a community-level intervention of massive 
prcqxntions.'^ The experience of the gay community in San Fran- 
cisco indicates diat HIV infection is preventable, that risk-related 
ccnmnunity norms are an achievable target for change and that the 
community itself is a prevention weapon. This experience, however, 
cannot be generalized directly to injection drug-using communities 
or to Black and Hispanic communities affected by die epidemic. 

As discussed above, seroprevalence rates in some East Coast 
drug-using communities exceed 50 percent. In Manhattan, for 
example, seroprevalence anK)ng injection drug users reached nearly 
60 percent in 1984, before leveling off due to risk reduction among 
injection drug users and HIV saturation among those at risk.^^^ In 
San Irancisco, lower seroprevalence rates of 10-15 percent^^ indi- 
cate diat saturation in the injection drug-using community has not 
been reached. This saturation may be avoided through aggressive 
prevention efforts. To this end, prevention strategies using multiple 
points of entry into the substance-abusing community were initiated, 
including clinic-based small group psychoeducational programs, 
clinic-based outreach to injection drug users and their sexual part- 
ners, street outreach to addicts not in treatment and an unsanctioned 
needle exchange program. 

Injection drug users responded to prevention efforts by taking 
steps to decrease infection risk. The use of bleach to disinfect needles 
increased dramatically between 1985 and 1987,^^ and needle-shsring 
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behavior has decreased over time.'^ Preliminary serologic data 
sugg^ that annual seroconversion rates also decline, from 7 percent 
in 198S 10 slightly over 2 percent in 1987.*® Unlike the gay commu- 
nity» however^ the needle-using community lacked the infrastructure, 
self-organization^^ and political and financial power necessary to 
implement multiple prevention programs. Leadership in HIV 
jmventicMi came not from within the drug-using communityi but 
from ex-addicts» addiction counselors and health ware providers and 
public health professionals, most of whom previously served the 
injection drug-using community. 

The HIV epidemic is also a Black and Hispanic epidemic, and 
there continues to be a great need for prevention programs targeting 
Black and Hispanic persons at risk. These communities face unique 
challenges in developing effective HIV prevention programs. Mi- 
nority gay men, for example, may perceive their risk of infection to 
be lower than it is, may be isolated from prevention messages for 
cultural reasons and may have fewer formal gay organizations to act 
as conduits for behavior change information.*^ Community-based 
organizations in minority communities may feel overwhelmed by 
current service demands, may lack the resources necessary to carry 
out a new prevention mission and may fear the political fallout atten- 
dant to active involvement in HTV prevention.*^ Further, AIDS cannot 
easily rise to the top of the agenda, because many ethnic minority 
communities experience the epidemic in the context of multiple social 
problems, such as drug use, poverty, crime and inadequate health 
care, that result from their status as marginalized groups.*^ 

Marginalization and Its Effects 
Discrimination has created subcultures that are barred from full 
participation in society's social, political and economic systems, 
thus marginalizing these subculturai groups. Since homosexuals, 
injection drug users and Blacks and Hispanics are among the 
hardest hit by HIV disease, marginalization critically affects the 
course of the epidemic. It delays response to the epidemic, encour- 
ages denial of it and prompts overreactions to HIV that often 
blame the ill and endanger public health.**^ Thus, halting the HIV 
epidemic depends upon the ability to understand and interrupt 
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the effects of marginalization. 

For Blacks and Hispanics, marginalization has meant depressed 
socioeconomic status and political disenfranchisenicnt. Roughly one 
in three Blacks and Hispanics live below poverty level. Seventy- 
nine percent of Blacks and 58 percent of Hispanics have a high 
school education, and 13 percent and 10 percent hold college de- 
grees* Blacks and Hispanics experience unemploynient at nearly 
twice the rate of Whites, and the Black nK>itality rate is 1 .5 times that 
of Whites."* While Hacks and Hispanics represent nearly 20 per- 
cent of the United States population, they are j ust 3 percent of elected 
officials."^ 

Society's view of marginalized groups is often clouded by preju- 
dice. The true identities of marginalized people may be superseded 
by the collective image the dominant culture has created for them. 
Legitimate differences in language, custom and cukure mingle with 
artificial differences to justify oppression or to simplify a confusing 
cultural diversity. As a result, ignorance and antipathy guide the 
ccmceptualization of AIDS as a disease of specific, undesirable groups, 
thus delaying recognition of the disease and obstructing the develop- 
ment of effective prevention efforts.**^ In addition, social prejudices 
have made this epidemic the most political of epidemics in recent 
history."^ 

Black and Hispanic communities have been slow to embracf AIDS 
as their issue not only because of limited resources and the cultural 
biases against homosexuality and illicit drug use, but also because 
they do not wield the politicjEd clout to protect themselves against the 
additional stigma that AIDS brings. In addition, they have been 
suspicious of intervention coming from outside their ethnic commu- 
nities. 

It has been said many times that HIV prevention efforts must be 
culturally specific to target audiences. It is equally important, how- 
ever, for such programs to take into account the social history of the 
marginalized people they hope to serve. Distrust and ignorance exist 
on both sides of the barriers that hem in members of marginalized 
groups. When fear is introduced, as it is in the HIV epidemic, an 
impasse may arise that can halt efforts to mobilize against the epi- 
demic. Fear of AIDS takes on many forms: fear of illness, power- 
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lessness, stigma, and of death, dying, sexuality, drug use, discrimi- 
nation."^ 

It is in this complex network that the spread of HIV disease must 
be halted Those who are believed to be vastly different or ''deviant** 
must be approached with respect and an eagerness to learn from 
them in order to understand how best to teach them. The task is one 
of buikling bridges over social barriers, because marginalization and 
the resulting fear and ignorance are problems of long standing with 
no easy solutions. 



SUMMARY 

Public health and medical authorities are mandated to protect the 
public from risk beyond individual control by assuring the safety of 
medical practices via strict mandatory blood and organ donor screen- 
ing for HTV antibody and for risk factors. Beyond this mandate, 
public health decision makers have an important role as facilitators 
of voluntary behavior changes on an individual and group level. 

Individuals who are not infected need to know how to protect 
themselves by avoiding behaviors associated with risk. Those who 
are infected need to be able to find out that they are infected, without 
fear of recrimination, and to change their behaviors, both to prevent 
transmission of their infection to others and to protect themselves 
against reinfection. Behavior change is the effective means of pre- 
venting further spread of HIV. It will always be a major thrust, even 
when effective biomedical prophylaxis or a curative treatment be- 
come available, because the use of a vaccine or a curative treatment 
alone cannot be expected to stop a behaviorally mediated epidemic. 
The evidence for this is the persistence of hepatitis B, despite the 
availability of a safe and effective vaccine, and the resurgence of 
syphilis, despite effective antibiotics. 

Community leaders and their agencies must take stock of their 
constituencies. The behavioral prevention message must be cast in 
an explicit language that is adapted to each particular culture and 
delivered by persons that the group will accept. Voluntary behavior 
change must be facilitated by designing interventions that take into 
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account the particular needs of each group in a nonjudgmental man- 
ner. Safeguards are necessary to block prejudice horn interferii.^ 
with effective preventive nieasurcs. An enlightened conununity will 
enlist the support of those who are infected by creating accessible 
and safe services for voluntary anonynious or confidential testing, 
by preventing discrimination and by providing appropriate counsel- 
ing while iffoviding medical care. 

Thus, tiiie role of public health leaders includes the provision of 
accurate information about the disease and how it spreads, the pre* 
vention of discrimination and other prejudicial measures and the 
provision of resources and tools needed to bring about behavior 
change. 
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Putting the Models to the Test 



Margaret A. Chcsney 
and Thomas J. Coates 



INTRODUCTION 

Over the course of this century, life expectancy in the United 
States has increased by 50 percent.* In 1900 males had an expected 
life of 48.2 years at birth, while females were expected to live 51.1 
years.^ By contrast, in the 1980s, males are expected to live 70.8 
years, while females can be expected to live 78.2 years.^ In this 
chapter, the reasons for this remarkable increase in longevity will be 
examined. The evolutionary changes in health promotion and illness 
prevention will also be discussed, placing programs directed toward 
HTV risk reduction in an historical and theoretical context. The ob- 
jective of this chapter is to increase awareness of the hiStory of 
health promotion, so HIV prevention efforts can benefit from previ- 
ous lessons learned. 

Health promotion and disease prevention, as they are known to 
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day, were not the driving fc»x:es behind the nation' s improving health 
during most of this century. Since the 1970s, howc/er, health pro- 
motion efforts, buttressed by the new field vof behavioral medicine, 
have demonstrated significant health benetits. Perhaps the most 
impressive of these benefits has been the reduction in cardiovascular 
risk, which has been reflected in a notable decline in coronary heart 
disease*^ Led by the National High Blood Pressure Education Pro- 
gram, the federal government launched blood pressure screening 
campaigns that identified hypertensive individuals, referred them 
for care and taught them the importance of adhering to treatment. 
These efforts have been credited with a marked improvement in 
detection, treatment and control of hypertension across the country. 
Specifically, in tfie 1970s, approximately 50 percent of tfiose with 
elevated blood pressure were unaware of their condition. By 1980 
tiiis number had dropped to 27 percent.^ Over the decade 1970 to 
1980, tiie proportion of people with hypertension who had con- 
trolled their blood pressure more than doubled to 34 percent from 16 
percent, and reports from surveys conducted between 1982 and 1984 
put this figure at 57 percent.* 

During the last two decades, Americans also made major changes 
in their diets,^ which corresponded with significant decreases in the 
nation's cholesterol levels.* The benefits of these and other changes 
in cardiovascular risk factors, including sharp reductions in the per- 
centage of Americans who smoke cigarettes, have been demonstrated 
in randomized clinical trials, epidemiological studies and clinical 
observations.' 

With these successes as well as some failures in mind, researchers 
in behavioral medicine and health promotion also began discover- 
ing — and attempting to address — weaknesses in their approaches 
when tfic HIV epidemic began in the early 1980s. Thus, the rccen/ 
history of health promotion and illness prevention not only provides 
models for programs directed at HIV risk reduction but also foretells 
certain arenas where HIV risk reduction may stumble or fall. Inno- 
vative concepts such as "self-efficacy," a concept that recognizes the 
importance of people's beliefs about their ability to successfully 
carry out health recommendations, extend earlier health promotion 
and iUness prevention models and hold promise for addressing the 
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challenge that AIDS presents to the public health of our nation and 
its communities. 



THE GERM THEORY AND MODERN MEDICINE 

The health revolution of this past century can be largely attributed 
to two advances. The first of these advances was the germ theory, a 
revolutionary concept in modem medicine that came to the fore in 
the late nineteenth century, focusing the health establishment's at- 
tention on the elimination of microbiological, chemical and physical 
causes of disease and disability from the environment 

The second advance consisted of the conceptual and technical 
achievements of medicine in the second half of the twentieth cen- 
tury. For instance, modem biochemistry has developed remarkably, 
increasing our understanding of the biochemical woricings of the • 
body and the pathogens that invade it. In addition, the development 
of vaccines and antibiotics gave medicine effective weapons against 
infectious diseases that formerly killed millions. The great influenza 
epidemic of 1918-19, for example, caused many deaths because of 
bacterial pneumonias. These pneumonias can now be successfully 
treated. Smallpox has been eliminated worldwide, and poliomyeli- 
tis, rubella and whooping cough have been virtually eliminated from 
the United States as a result of advances in immunology and the 
development of immunization science and technology. 

At the same time, diagnostic procedures have improved our ubiiity 
to identify a variety of diseases at earlier stages, and improvements 
in surgery, radiology and drug therapy have provided effective 
treatments for conditions that were once considered fatal and 
untrcatable. Thus, the past century has seen a health revolution in 
which the major causes of death and disability in the United States 
shifted from infectious diseases to chronic diseases. Research on 
chronic diseases has revealed that each could be related, at least in 
part, to individual lifestyles and specific health behaviors, such as 
consumption of diets high in fat, physical inactivity and cigarette 
smoking. This realization led co a shift in public health efforts from 
the environment and the agerl tc the host — or to individual behavior. 
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BEHAVIOR REPLACES THE GERM AS TARGET 

Since the 1960s, public health attention has turned increasingly 
toward designing healdi promotion and illness prevention programs 
intended to eliminate unhealthy behaviors and to prevent such dis- 
eases as coronary heart disease, cancer and stroke, our first-, second- 
and third-ranked killers. In 1978 then-United' States Secretary of 
Health, Education and Welfare, Joseph Califano, called upon Ameri- 
cans to affinp these new challenges to the public health and to seek 
to amelia ate them. In a report to President Jimmy Carter, Califano 
wrote to each American: 

...You, the individual, can do more for your own health 
and well-being than any doctor, any hospital, any exotic 
medical device. Indeed, a wealth of scientific research 
reveals that the key to whether a person will be healthy or 
sick, live a long life or die prematurely, can be found in 
several simple personal habits: One's habits with regard to 
smioking and drinking; one's habits of diet, sleep and exer- 
cise; whether one obeys the speed laws and wears seat 
belts, and a few other simple measures.^^ 
Unhealthy behaviors had become the "germs" of the latter part of 
the twentieth century. Germ theory was joined by behavioral theo- 
ries to provide the conceptual foundation for public health. 

One of the first health promotion campaigns that attempted to 
change behavior in the United States was initiated in 1964 by the 
Office of the Surgeon General, which warned of the health risks 
associated with cigarette smoking. The Surgeon General's landmark 
document was the first widely publicized report linking cigarette 
snK)king with disease.^' Still, the warning came too late for many. 
For example, it was the increase in cigarette smoking among women 
that accounted for lung cancer taking over the lead from breast can- 
cer as the most common cancer among women by 1986.^^ Efforts to 
discourage smoking have intensified since the 1964 report from 
general health education to direct public policy interventions, such 
as tobacco and alcohol tax increases, advertising bans and the re- 
striction on or prohibition of smoking in public places. 
Parallels to the earlier medical advances over infectious disease 
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abound in the health proniotion campaign against smoking. Some 
programs have targeted young people and even speak of ''immuniz- 
ing"* them against initiation of smoking.^^ These prognuns focus on 
develq)ing antisnx>king^attitudes antK)ng children before they con- 
sider smddng. Strategies have included peer-led educational pro- 
grams about health risks of smoking and structured roleplaying to 
teach youths to resist peer pressure for smoking. Also, paralleling 
the medical advances diat involved eliminating pathogens from tt.c . 
enviionmem came the focus on restricting cigarette snx)king in public 
settings, which reduces the risks to nonsmokers of secondhand smoke. 

CHANGING BEHAVIOR: THE FIVE STAGES 

Health promotion, disease prevention and effective use of alterna- 
tive methods for treating disease require that individuals change 
their unhealthy behaviors and that organizations be restructured to 
promote these efforts. Behavioral medicine emerged in the latter 
part of the 1970s as the field concerned with providing a scientific 
basis and theoretical foundation for understanding what motivates 
the persistence of unhealUiy habits and what approaches are effec- 
tive in establishing new, healthier alternatives. The push to intro- 
duce health promotion programs to address known risk factors often 
preceded careful testing. Thus, what happened during the 1980s in 
health promotion was evolution by trial and error. The scientific 
work of behavioral medicine often occurred independently or only 
as an adjunct to health promotion programs. As a result, programs 
did not fully beneHt from scientific research, and the research find- 
ings did not readily generalize to the public health arena. 

By the mid-1980s, much had been learned, and successes and 
failures had been documented. Most noteworthy, there was a rela- 
tive lack of success in health promotion among eUinic populations, 
in maintenance of behavior change and in preventing the acquisition 
of unhealthy behaviors among youth. These problems were seen 
most clearly in the continued prevalence of smoking among many 
groups. 

Specifically, the last decade shows an evolution of health promo- 
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tion efforts — by trial and error— through a series of stages. Critical 
accounts by such leaders in the field as Lawrence Green,'^ Marshall 
Becker^^ and John Kirscht^^ have been integrated into what has been 
characterized as a series of stages. This staging also has benefited 
the fields of health education, health proniotion, illness prevention 
and behavioral niedicine.'^ 

The first stage emphasizes infonnation transfer. The provision of 
infonnation often constitutes the entire health pronnotion effort, until 
it is realized that information alone is not sufficient to foster and 
maintain health behavior changes. The second stage consists of spe- 
ciHc efforts to nx>tivate behavicn* change and examines the role played 
by individual attitudes and beliefs about health and illness in deter- 
mining whether health information will lead to new behaviors. The 
third stage introduces the importance of training, when it becomes 
apparent that '"good" intentions do not always translate into specific 
plans of action; this stage promotes practical training in the skills 
necessary to implement intentions for a healthier lifestyle. At the 
fourth stage, it is recognized that skills must be reinforced by efforts 
to convey the notion that change is possible in the face of sizable 
difficulues and obstacles. Still, despite each of these stages and ap- 
proaches, health promotion campaigns often fell short, and health 
behavior changes were not adopted or sustained. This has brought 
health promotion to the present /i/f/t stage, which takes into account 
how environmental factors alternatively serve as barriers to, or moti- 
vators for, the introduction and maintenance of health behavior 
changes. 

Repeating this evolutionary health promotion cycle for each illness 
costs valuable time. In the case of HIV disease, lost time translates 
into lost lives. This loss of lives is why it is important to understand 
what health promotion and disease prevention efforts can and cannot 
accomplish. 

Stoge 1: Providing Information 

Once medicine or science identifies a behavior as a risk factor for 
a disease, many health professionals assume that informing the pub- 
lic of the risk will be sufficient to promote behavior change. The 
health promotion field is filled with programs that focus entirely on 
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giving the public factual information about risk, illness and the im- 
portance of health-enhancing behaviors. In the treatment of hyper- 
tension. f(H- example, it has long been assumed that giving patients 
infonnation about the risk of high blood pressure would increase 
adherence to medication schedules and other anti-hypertensive regi- 
mens. Based on this premise, blood pressure screening and educa- 
tion programs were implemented. These provide striking examples 
of Ae limitations of information alone in changing behavior. While 
the programs were effective in educating those with hypertension 
about their condition, the increased knowledge did not result in in- 
creased adherence to treatment or blood pressure control.^' 

Health promotion programs, often beginning with an exclusive 
focus on information transfer, have been expanded or redesigned 
time after time as it has become clear that these programs were 
insufficient to promote behavior changes in most individuals. 

Not surprisingly, the health promotion and behavioral medicine 
literature would predict that information alone will be ineffective in 
promoting behaviors that reduce the risk of HIV transmission. As 
will be discussed later in this book, early research in San Francisco 
confirmed this prediction. As part of the AIDS Behavioral Research 
Project (a project of the University of California, San Francisco), a 
questionnaire was sent to 1,550 gay males in the San Francisco Bay 
Arca.^' This questionnaire asked the men for factual information 
about AIDS and HTV risk reducticHi as well as about their personal 
sexual practices. The study concluded that while the men were uni- 
formly well-informed about AIDS and HIV risk-reducing practices, 
the information was not sufficient to foster change in their high-risk 
behavior. The authors wrote, "Sexual behavior may be comparable 
to other high-risk behaviors such as tobacco smoking, obesity, non- 
seat belt use and alcohol consumption, where knowledge alone is 
not sufficient to change behavior.**^ 

AIDS education programs that rely only on providing infonnation 
through posters, pamphlets or public service announcements are not 
likely to achieve changes in HIV risk behaviors without adding ele- 
ments from the other stages of health promotion. 
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Stage 2: Motivation and Persuasion 

The second stage in the evolution of health promotion consists of 
specific effcxts to motivate recipients to change behavior. The nK>st 
common strategy first employed to influence behavior change is fear 
arousal, which enq)hasizes tfie adverse consequences of failing to 
adopt health behaviors. A controversy over the impact of fear arousal 
emerged in behavioral medicine research and remains unresolved. 
ScMne argue that fear arousal increases motivation, while others 
contend tliat it leads to denial and undermines motivation to change 
health behavior.^^ In any case, for the evolution of health promotion, 
the intrcxluction of fear arousal signaled the recognition that individual 
factors could influence people's responses to health information.^ 
Moreover, behavioral medicine research on fear arousal demonstrated 
that individual factors, such as attitudes about health and beliefs 
about personal susceptibility to disease, can be manipulated. This 
knowledge led to more sophisticated models of motivation and 
persuasion. 

Responding to this new knowledge, the Health Belief Model was 
proposed by researchers to integrate individual factors into a theo- 
retical framework for health promotion. Developed by the United 
States Public Health Service to explain why some individuals seek 
preventive health services while others do not, the model was subse- 
quendy extended to a wide range of health promotion efforts.^ In its 
most recent form, the general model argues that the likelihood that 
an individual will engage in a specific health behavior is related to 
beliefs about: (1) personal vulnerability to illness; (2) perceived seri- 
ousness of illness, if not prevented; (3) perceived efficacy of the 
recommended behaviors in reducing vulnerability; and (4) perceived 
costs or barriers associated with behavior change. 

Among the beliefs incorporated in the Health Belief Model, two, 
perceived vulnerability and barriers and costs, have taken on major 
significance. Considerable behavioral medicine research supports 
their importance in determining the success of health pronK)tion 
programs.^ 

Perceived Vulnerability 
Individuals' beliefs about their vulnerability or susceptibility to 
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disease can detennine whether health information is acted upon. 
Thus, a challenge for health promotion is personalizing health risk 
by conveying vulnerability. The relevance of perceived vulnerabil- 
ity in AIDS education has been noted by J. Weber» Thomas J. Coates 
and Ixon McKusick,^ who found that denial of personal risk for 
HIV infection was associated with high-risk sexual behavior among 
gay men living in San Francisco. Research with adolescents^ has 
also denM)nstrated the pivotal importance of this belief and under- 
scores the challenge for health promotion among young people. 
Specifically, research^ has shown that adolescents often initiate and 
continue to engage in a high-risk or unhealthy behavior, at least in 
part due to their belief that any adverse impact on their actual health 
would occur in the distant future. 

Health promotion programs and behavioral medicine research have 
not found an effective way to communicate personal relevai;ce and 
perceived vuberability to health risks of such addictive behaviors as 
snaoking and drug abuse among adolescents. Thus, die health pro- 
motion literature would piedict that HIV risk reduction among ado- 
lescents would also be difficult to achieve. 



Costs vs. Benefits 

Practitioners in die field of health promotion, health education 
and behavioral medicine naturally assume that individuals make 
decisions about performance of risky or healthy behaviors. This 
decision-making process has been outlined by die theoretical model 
of L Ajzen and Martin Fishbein and is described as ''reasoned ac- 
tion."" Specifically, tiiis model argues that individuals make choices 
about new behaviors by weighing Uieir benefits and costs. While 
Uiose in healtii promotion often emphasize die benefits of healthy 
behaviors, there are also barriers and costs involved in initiating and 
maintaining new behaviors. 

Adolescents, for example, miy have the information necessary to 
engage in low-risk sexual behaviors to avoid contracting HIV. They 
may believe diemselves to be vulnerable to infection if diey fail to 
practice low-risk behaviors, and conversely, safer if diey limit diem- 
selves to low-risk practices. However, they might s^^U choose to 
practice high-risk behavion because they view the potential costs of 
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engaging in low-risk behavior, such as potential rejection from peers 
and sexual partners* to outweigh the possible benefits accrued in 
terms of reduced risk. 

Health promotion research models would predict that, in order to 
be effective, HIV prevention program designers must recognize and 
address the factors that play a role in health behavior decision mak- 
ing, including potential psychosocial costs. According to M. Solo- 
' mon and W. DcJong,^ "Unrealistic messages will lose their credibil- 
ity anx)ng individuals who know firsthand the very real costs associ- 
ated with changing important aspects of their lives." Thai such costs 
exist in association with behavioral risk reduction in gay men has 
recently been documented in the Multicenter AIDS Cohort Study 
These costs have included increases in psychological distress as well 
as increases in anxiety and depression. 

Stage 3: Teaching Specific Skills 

In addition to providing individuals with information and con- 
vincing them of the positive cost-benefit ratio involved in taking the 
recommended health action, health promotion experts have learned 
that it is necessary to train recipients in the specific skills required to 
carr>' out that action.^* For example, smoking prevention programs 
to deier the onset of cigarette smoking in adolescents evolved to 
include an emphasis on social skills training for young people to 
teach them to anticipate and override social pressures to smoke from 
peers, adult models and media advertisements. 

Surveys indicated that young people knew the dangers of smok- 
ing and as children had sentiments against smoking. However, as the 
children studied "grew older, social pressures to smoke became 
superimposed on the fear of this behavior, and the fear and knowl- 
edge of the danger of smoking became insufficient to prevent the 
onset of smoking."^^ 

The importance of specific skills draining has been demonstrated 
throughout the short history of health promotion and behavioral 
medicine. Programs with skills components include those designed 
to reduce alcohol abuse among adolescents,^^ to prevent accidents 
and injury in children,^ to pron[X)te weight reduction and manage- 
ment^ and to promote oral health.^ 
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Health proiix)tion literature would predict that programs that rely 
cm arousing fear of personal vulnerability and emphasizing the pro- 
tective benefits of Jow-risk behavior will be handic^ped and pcr- 
hiq)s ineffective in preventing HIV transmission by behavior change 
if they do not teach specific skills required in performance of low- 
risk behavicn*. Specifically, these skills involve practicing safe sex, 
cleaning hypodemoic needles and most importantly, communicating 
with others (for example, sexual partners) whose cooperation is re- 
quired to cany out risk reduction. 

Stage 4: Increasing Self-Efficacy 

Health pron[X)tion and behavioral medicine have a checkered past 
in modifying health behaviors. While hundreds of thousands of 
Americans have changed health habits, many of those at elevated 
risk (e.g., those who continue cigarette smoking or remain obese 
despite participation in health promotion programs) have failed to 
apply successfully the skills taught. In recent years, the health pro- 
nx)tion field has evolved by incorporating the conceptual model and 
pioneering research of Albert Bandura." This research demonstrated 
that perceived efficacy affects every phase of health behavior 
change — from whether a person even considers changing health habits 
to the effort exerted, the amount of change desired and even the 
extent to which the changes are maintained. 

Perceived self-efficacy is concerned with people's beliefs about 
their ability to cany aut a chosen health behavior and how much 
effort they will invest in the face of difficulties or resistance. The 
degree of perceived self-efficacy has been shown to be an essential 
variable in the adoption of new behaviors as well as in the ability to 
sustain health efforts. For example, cigarette smokers who perceive 
themselves as incapable of giving up smoking do not even try, or if 
they do, they are often unsuccessful, quickly abandoning their ef- 
forts regardless of the extent of their knowledge and fear concerning 
the health hazards of smoking.^* 

Turning to AIDS, less than one-half of sexually active Stanford 
University students recently surveyed used safe sex methods, and 
most of the students reported avoiding even discussing safe sex with 
their partners.^ A survey conducted as part of the San Francisco 
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AIDS Behavioral Cohort Study revealed that gay and bisexual men 
were knowledgeable about the importance of safe sex activities to 
prevent HIV transmission. However, those who did not believe that 
they could successfully implement such practices in their relation- 
ships (i.e., those with low self-efficacy) were unable to act on their 
knowledge.^ 

The perceived efficacy of the behaviors in actually lowering one's 
risk and CHie's self-efficacy to engage in those behaviors were more 
strongly related to the practice of low-risk behaviors (i.e., safe sex) 
than knowledge about low-risk behaviors, peer support and age. 

To be most effective, HIV education programs will need to influ- 
ence perceptions of sclf-ef ficacy ("I can do it") and response effic acy 
CThis behavior change will reduce my risk"). The importance of 
this was illustrated in a study of 814 gay and bisexual men residing 
in San Francisco/^ Questionnaires were used to examine the 
relationship between self-efficacy and self-report of practicing 
behaviors that place an individual at high risk for HIV infection. 
Self-efficacy and a measure of response efficacy related specifically 
to safe sex practices were the two variables most strongly related to 
self-report of risk behaviors. This finding indicates that the leading 
determinants of low-risk behaviors were the men's belief in their 
ability to perform these behaviors. Conversely, factors not related to 
the practice of low-risk behaviors included knowledge or information 
about low-risk behaviors, peer support and age. 

These studies focused on HIV risk behaviors. Thus, as had been 
shown with health behaviors, programs to reduce behaviors that 
place individuals at high risk for HIV infection need to go beyond 
conveying knowledge, skills and vulnerability to risk. They need 
also to enhance the program recipient's personal efficacy regarding 
lower-risk behaviors. 

Stage 5: Maintaining Changed Behavior 

Individual choices about health and efforts to change behaviors 
occur in a network of social influences. As Bandura wrote, "People 
who are fully informed on the modes of HIV transmission and 
effective self-protective methods acquire the virus only if they allow 
it to happen. They often allow it to happen because interpersonal, 



ERLC 



78 



59 



Understanding the HIV Epidemic 



sociocultural, religious and economic factors operate as constraints 
on self-protective behaviors."^^ 

Healdi promotion marshaled these forces to support health behav- 
ior change in large community cardiovascular cUsease intervention 
studies/^ Social marketing principles, such as focus group testing 
and the findings from knowledge, attitude, behavior and belief sur- 
veys, weit applied to change social norms, to support behavior change 
and to create a social environment conducive to health-enhancing 
behaviors.^ 

The history of health promotion argues for the power such norms 
can exert in support of health education efforts. This power is sug- 
gested by the dramatic changes in behavior that have been observed 
in the gay community of San Francisco in response to aggressive 
community organizing and mobilization that has occurred because 
of the HTV epidemic. However, experience in health promotion would 
also argue that a continued focus on specific high-risk groups, such 
as gay men or injection drug users, will limit the extent to which 
other groups or communities will work to establish norms for low- 
risk behaviors, it will also maintain a false belief among members of 
these other social groups that they are not vulnerable to HIV infec- 
tion. 

Maintenance of behavior change was the primary challenge 
confronted by health promotion and behavioral medicine practitioners 
at the time that the HIV epidemic appeared. The literature is over- 
flowing with research showing that the effects of illness prevention 
and health promotion decline with time.^^ This well-known phe- 
nomenon is convincingly portrayed in the areas of weight reduction^ 
and snK>king cessation.^^ For example, smoking intervention programs 
are often successful in promoting cessation, but as many as 50 to 75 
percent of those who quit relapse within the first three months of 
followup. 

The disappointing results of health promotion in terms of effec- 
tive maintenance of changes forced behavioral medicine researchers 
to develop relapse prevention and maintenance as a field in its own 
right Foi example, researchers studying recidivism in former smok- 
ers have discovered that patterns of relapse often occur in the face of 
life stress and negative mood states and are different for males and 
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females. These findings have been interpreted as an indication that 
different programs may be needed for males and females. Although 
relq)se fin)m safe sex has been less prevalent among gay-identified 
men in San Francisco than these other examples of relapse,^ the 
frequency with which it occurs is a matter of great concern and is 
currendy the focus of new prevention efforts in San Francisco. 

In HIV risk reduction, attention is focused on changing high-risk 
to low-risk behaviors. Little attention is given to the essential task of 
helping people continue to practice low-risk behaviors indefinitely. 
Therefore, programs specifically designed for enhancing the mainte- 
nance of low-risk behaviors must be designed, tested and imple- 
mented. The health promotion literature would predict that these 
programs will need to be tailored to different populations and in the 
case of adolescents, repeated as they age and transverse various 
stages of social development. 

SUMMARY 

This chapter has shown how health promotion efforts initiated in 
the 1970s have evolved from the simple information transfer to pro- 
grams designed to enhance retention of information and mainte- 
nance of behavior change. Historically, as health promotion efforts 
focused on new health behaviors, public health has been slow to 
apply the lessons learned from health education in the past. The 
specter of the HIV epidemic demands that these lessons be conscien- 
tiously and rapidly incorporated in widespread HIV prevention 
campaigns. 

With regard to HIV prevention, the historical evolution of health 
promotion would predict better success if the programs were to: (1) 
provide ihz most current information about prevention of HIV trans- 
mission; (2) communicate to various population groups their per- 
sonal susceptibility to this devastating disease, point out the benefits 
of performing ^commended behaviors and effectively address the 
fact that these same behaviors might involve personal costs; (3) 
teach the specific skills necessary to implement successfully the new 
behaviors that reduce risk of HIV infection; (4) enhance perceived 
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self-efficacy in the implementation of these new behaviors despite 
difficulties; and (S) develop a cultural and social environment that is 
conducive to the initiation, establishment and maintenance of HIV- 
risk reducing behavior. 

The HTV epidemic presents a challenge to the public health com- 
munity that is greater than any in recent medical history. The lessons 
learned in recent decades about health promotion must be applied to 
nKxlify.both social norms and personal behaviors if prevention pro- 
gram designers are to be successful in effectively containing the 
HTV epidemic. 
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INTRODUCTION 

Throughout the United States and in many other countries, San 
Francisco's overall response to the HIV epidemic has gained re- 
nown in the eyes of some policymakers, public health officials, health 
care providers, prevention program designers, and raise^hers. Fre- 
quently referred to as the "San Francisco mod'^l,*' the iflty's re^nse 
includes innovations in health care delivery and support services as 
well as in prevention and risk-reduction programs. This chapter 
examines the prevention and risk-reduction aspects of the model 
developed from 1982 to 1989. 

The term "model" is used here with soi. .-^ hesitation, l^ecause of 
^he different expectations that the word engenders. It is a catchword, 
widely used to encompass San Francisco's response^ to the HIV 
epidemic and, as such, cannot be ignored. For some he^th educators 
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and behavioral scientists, however, the term suggests cohesiveness 
in thurty and rigor in application and evaluation. In fact, the San 
Francisco model is not and was never intended to be a model in this 
sense. 

A nKxlel in this sense is typically a closely argued theoretical 
consdruct that results in a prescription for generating behavior change 
in a particular population group. While San Francisco's HIV preven- 
tion and risk reduction efforts have provided opportunities for a 
number of different interventions that would qualify as nradels of 
this SOTt, the general framework of San Francisco's overall effort 
itself meets few of the criteria established for such models (see 
discussion of theories and concepts of behavior change in Chapter 
3). The overall effort has not. for example, been based upon a par- 
ticular theoretical construct. On the contrary, prevention efforts have 
been driven largely by a great sense of urgency ("Something needs 
to be done and right away!"), a general conviction that there is no 
one "best buy" among the theoretical constructs available* and the 
assumption d)at a full range of approaches should be implemented 
simultaneously from a wide variety of bases. The hybrid "Morin 
HKxlel/' discussed below, has provided a sense of theoretical cohe- 
sion to llie overall prevention effort, but it has never driven all as- 
pects of the effort in the way one might expect from a theoretical 
model. 

San Francisco's overall prevention effort also departs from more 
rigorous HKxlels in not having been tested under very controlled 
circumstances. Researchers in San Francisco have undoubtedly col- 
lected more survey data of HIV-related knowledge, attitudes, beliefs 
and behaviors of people targeted by prevention progiims and con- 
ducted more studies of patterns of HIV seroconversion than in any 
other locale in the country. However, while there is clear and exten- 
sive evidence showing that high-risk b jhaviors have been nxxiified 
among targeted groups, with most of those changes sustained over 
time, there are no data that convincingly associate aggregate and 

^ This obtefvtfion holds primahly for the seneraliiu who woik with the overtU continuum of AIDS 
leiviott . Saa Fnndsca It goei tbnoa without Myin| that the ttaff and advocate! of a specific 
pfwendoo component are often convinced that the theoretical oonttnict of their particular prof ram is 
indeed a best biqr and cmdal to char«in| the attitudes and behavior of the pop^ 
with.* 



84 



Amory 



long-term changes with specific approaches or combinations of 
i^proaches. In other words, evaluations have not been sufficienUy 
c(Hitrolled to establish what ekments — other than "all" elements — 
are both necessary and sufficient to realize such changes in the 
community. The redundancy of approaches and overlap among au- 
diences engaged by various program components are extensive 
enough, though, to make it likely that most residents of San Fran- 
cisco have been exposed, in one way or another, to more than one 
preventicm effort. 

There arc also some very persuasive statistics on changes in HIV 
seroconversion^ and rectal gonorriiea^ rates among homosexual men 
that suggest that many of the behavior changes promoted among gay 
men to prevent HTV transmission had been undertaken by many of 
them before the end of 1982 (i.e., before the prevention programs 
described in this book were implemented). These data have encour- 
aged speculation Uiat die most important contribution of these pro- 
grams has been to support maintenance of change, rather than to 
initiate it. 



THE THREE ELEMENTS: 

AUDIENCES, APPROACHES AND MESSAGES 

There arc three dimensions in the framework adopted by Uie AIDS 
Office of Uie San Francisco Department of Public Healtii (DPH) for 
San Francisco's overall prevention model: audiences, approaches 
and messages.^ Every program component that has emerged since 
1982 can be described and its place in the continuum clarified with 
reference to each of tiiese tiiree dimensions. The discussion that 
follows also identifies principles and policies tiiat have shaped the 
overall prevention effort. 

Audiences 

Prevention programs in San Francisco frequently target a particu- 
lar group or groups. Although these efforts are often discussed in 
terms that suggest tiiat each program addresses a distinct audience, 
the groups are not mutually exclusive in many respects. In reality, 

85; 67 




The San Francisco Response 



the success of an effort defined as targeting one particular audience 
complements and enhances other efforts that identify their audiences 
diffarently. 

As San Francisco's ovr^l prevention effort has grown, the as- 
sunq)tion that **conimunity*' or '"subculture" identity is the key to 
initiating or supporting behavior change has enjoyed increasing fa* 
vor among policymakers as well as providers. Behavior change is 
the intended outcome of most of San Francisco's prevention efforts, 
and there is widespread conviction that such change must be fos- 
tered within an affected community by people recognized and re- 
spected as belonging to that community. 

What follows is a description of the group and audience labels 
used by the Department of Public Health AIDS Office. 

• Groups defined by identity are associated with circumstances of 
birth, heritage and/or upbringing. Frequently, such groups are re- 
fencd to as **conununities" or '"subcultures," each with its own sense 
of bondedness, communication patterns and behavioral and cultural 
norms. Examples include groups defined by sexual orientation, gen- 
der, ethnicity, agct group and inherited condition (e.g., hemophilia). 

• Groups defined by behavior also often share a sense of bonded- 
ness, communication patterns and norms. The degree of bondedness 
is in many cases influenced by the extent to which indivkluals in the 
group share a sense of being alienated from the mainstream or domi- 
nant culture. These groups include men who have sex with other 
men,* substance abusers, injection drug users/needle sharers, people 
whose sexual behaviors are disinhibited by substance use, and work* 
ers in the sex industry. Other groups, such as heterosexuals with 
multiple or high-risk sexual partners, do not usually share a sense of 
conmiunity or common norms, but the behavior group definition has 
been a helpful designation for prevention program designers. 

• Groups defined by location or setting are often targeted by health 
educators because they provide readily identifiable audiences. Fx- 
amples of groups identified by their availability for interventions in 
certain settings or locations include: consumers of health care serv- 
ices, prison inmates, youth in school, employees of the same com- 

* IHe libd '*men who have tex with oihermen** ii tited to include not only men identifying u gay or 
bifexnal but Ihoie who ta m such while mainutning • heterosexual self identification. 
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pany, members of a church, conununity groups or social organiza- 
ticms and residents of a particular neighborhood. 

• Groups defined by other circumstances that are unique to the 
modes of HIV transmission include people who might have been 
infected through receipt of blood transfusions or use of blood prod* 
ucts ot those occupationally at risk, such as health care workers. 
These ait not behavior groups; nevertheless, the group association 
may put group members* partners at risk through sexual behavior. 

• People who are already infected by HIV and whose prevention 
agenda includes limiting the progress to clinical disease (i.e., secon- 
dary prevention) are an emerging audience for early intervention 
programs. 

The ''general public" is a term that has been used v^th different 
meanings in conjunction with HIV prevention. The term is some- 
times used to mean "everyone." Other times, it means "everyone not 
at high risk." At still other times, it means "only those not in a 
classically defined 'high-risk group'" (i.e., someone other than men 
who have sex with men and injection drug users), but individuals 
whose behavior may still put them at risk. It is important to preven- 
tion efforts that the general public, even those at low risk, understand 
' the general dimensions of the epidemic and the complexity and po- 
tential costs of prevention programs (in terms of lives and dollars), 
so that support for constructive and cost-effective interventions will 
be forthcoming. 

Approaches 

The following list of approaches was initially drafted by the San 
Francisco Department of Public Health AIDS Office in 1984 to 
encompass the sum of prevention efforts in the city. The approaches 
are listed in an order that reflects increasing individual involvement 
and confrontation. Each program in the prevention/risk-reduction 
continuum utilizes one or more of the following general approaches 
to pronK)te awareness and/or support behavior change: 

• media advertising 

« Ti^^ws and feature coverage in print and electronic media 

• materials development/product distribution 

• telephone information a.id referral 
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• forums, workshops, classes and other one-time small group 
encounters 

• individual health education and counseling 

• interactive peer groups 

No one approach is considered to be sufficient or fully independ- 
ent of any other approach, and no one provider is expected to use 
all approaches. Within a community, however, all approaches are 
expected to be in play at the same time. 

In San Francisco, different providers have taken responsibility for 
approaching particular audiences. The design of each program com- 
ponent may vary dramatically from one provider to another and also 
may vary among audiences targeted. Campaigns using a variety of 
approaches have been undertaken to target a specific population 
group with a loosely or tightly coordinated effon. For example, 
"Black people get An>S, too!" became the theme of a campaign that 
included n^ia advertising, pamphlets and videos from one pro- 
vider, news and feature stories, street outreach and workshops, 
and individual health education and counseling were organized by 
another provider. 

Messages 

General concepts regarding what prompts and enables people to 
change their behavior and to maintain the changes were developed 
by an ad hoc community task force convened in early 1984. This 
effort became the first step in developing a long-range HIV preven- 
tion plan in the city. Since then, these concepts have been informally 
referred to as the "Morin model," named after San Francisco psy- 
chologist Steve Morin, who reviewed the literature on behavior 
change and synthesized important theoretical concepts for the task 
force. In brief, Morin *s review identified five generic beliefs that are' 
typically engaged when behavior change is successfully undertaken 
by an individual. These beliefs have a generic expression and an 
AIDS-specific expression. These expressions are often referred to as 
the underiying messages of campaigns or activities. 

• Perceived risk: "AIDS is a threat to me.** 

• Response efficacy: "AIDS can be avoided." 

• Personal or self-efficacy: "I am capable of making the changes 
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necessary to avoid AIDS." 

• Social skills: ''I am capable of communicating limits to others." 

• Peer support. *The norms of my community (the community 
group I identify with most closely) support these new behaviors." 

When the overall prevention effort was first described in terms 
consistent with the Morin ntKxlel, a few health educators who had 
developed specific components based on other academic models 
expressed discomfon with his description. It eventually became 
apparent that objections to the hybrid Morin model fell into three 
distinct categories. Some program designers felt that the refmements 
and unique features of their specific interventions might be misrep- 
resented if translated into the terminology adopted by Morin. Others 
were bothered by the suggestion — never made by Morin himself— 
that linear progress from one level or belief to another was expected 
or required Finally, one outspoken exception- taker assumed — with- 
out realizing that Morin himself had drawn heavily from a very 
successful program to reduce cholesterol intake and overall risk for 
hypertension among Black men in the Baltimore area:— that a model 
used to shape prevention support for gay White men could not possi- 
bly have any relevance to programs developed for other population 
groups. 



COORDINATING THE ELEMENTS 

Very early in the epidemic, the Department of Public Health as- 
sumed responsibility for coordinating the overall prevention effort 
in San Francisco. The Department allocated the initial funding for 
the prevention effort to gay-identifying organizations committed to 
preventing the further spread of a deadly disease, which in 1982 
seemed to affect homosexual and bisexual men almost exclusively. 
Later, injection drug users were also identified as a high-risk group, 
although early in the epidemic there was almost complete overlap of 
these two groups.^ 

From the beginning. Department staff were acutely aware that the 
prevention effort was attempting to change the behavior of people 
who historically had been oppressed and were distrustful of govem- 
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mcnt. Early population-based surveys confirmed credibility prob- 
lems with public officials among gay men and needle users. The 
same problem emerged as the risk of ethnic conmiunities for HIV 
became more apparent. As a result, the centerpiece of DPH's re- 
^nse in each case has been to engage conununity-based organiza- 
tions closely identified with these populaticHi groups to spearhead 
prevention efforts. 

The first Department ccxitract with a community-based organization 
focused on HIV prevention was funded in December 1 982 and capped 
at $48»200. Within six months, the AIDS Office had been established 
by the director of health to coordinate efforts and administer all 
AIDS-specific contracts; within fifteen months, there were four more 
AIDS education and prevention contractor's, and in toto, their city- 
funded budgets were almost ten times the 1982 contract amount. 
Five years later, in 1989, there were 32 community-based organiza- 
tions contracting with DPH offices for HIV prevention services. In 
addition, there was a wide range of AIDS-specific prevention efforts 
being managed directly by eight administrative subdivisions of the 
Department itself (e.g., by the city's STD clinic, maternal and child 
health clinics). By 1989 government funding for all prevention 
programs totaled almost $8 million, and 47 percent of the total was 
associated with programs serving ethnic communities. 

Between 1982 and 1989, a major consideration in the designation 
of government funds to HIV prevention scr^'ices was to suppon 
programs for which there was sufficient aggregate funding available 
(fifom any combination of sources) to mount a meaningful effort. 
This was often referred to as the critical mass. A corollary concern 
was to avoid fragmenting prevention woik among a large number of 
underfunded or precariously funded entities whose energies would 
subsequently be focused on securing more funds rather than on the 
prevention effort itself. The potential for sustaining a panicular ef- 
fort over time was a third major concern shaping decisions about 
funding specific programs. 

It became the AIDS Office's responsibility to ensure that the ag- 
gregate government funding for each participating commutiity-based 
organization or subdivision of the Department was stable and ex- 
panded only when there was a reasonable prospect of maintaining 
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the expanded program. Between 1982 and 1989, the AIDS Office 
was able to assure all providers of a stable and often expanding base, 
even in years when categorical federal or state support for particular 
efforts was arbitrarily cut back. Overall, federal and state funding for 
HTV programs increased steadily during this period, but local gov- 
ernment funds were often shifted from one program area to another, 
as needed, to counterbalance shifts in suppon from other sources for 
particular types of programs.* 

Having a single local entity (the AIDS Office within the Department 
of Public Health) consistently assume the central role in channeling 
funding for the overall HIV prevention effon to lixal providers 
undoubtedly resulted in greater total funding, particularly federal 
funding, for San Francisco's programs. Applications for such funding 
became cooperative ventures and were frequently recognized and 
rewarded for the collaboration. 

In keeping with the theme of engaging the communities and 
members of subcultures most heavily impacted by the HIV epidemic 
as partners in the process, the Department sought to have these 
conununities and interests well represented on the staff of its offices 
charged with responding to the epidemic. From the start, openly gay 
men and lesbians at DPH were assigned key roles in coordinating the 
city's response to AIDS. As the need to work more closely with 
ethnic communities became apparent, the ethnic diversity of the 
staffs of departmental offices working with AIDS also was expanded. 

Identifying Appropriate Providers 

Prevention program designers speak of "providers'* delivering 
"messages" to target "audiences" using one or more of the "ap- 
proaches" described. This description tends to make the process 
sound very managed, hierarchical and prescriptive. For the most 
part, however, San Francisco programs have involved the people 
and communities whose understanding and behavior is expected to 
change as partners in the process. It has been a given that the values 
and norms of both individuals and communities must be respected 

* Federal aid Haie eppfoprietioni for home-besed health care and related support leivicei have been 
far Aore entlic than appraphatiGni for prevention prognms. By 1989 the vast majority of the leii 
lectriaed fundi from local government had to be commiued to out-of-hoipital care and support 
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and that their social networks must be fully engaged if behavior 
changes are to be adopted and maintained. 

The community-based organizations involved in the early years 
of the epidemic were those that presented themselves to the Depart- 
ment as willing and able to do the job. In identifying providers to 
receive government funding for frontline risk-reduction services 
(whether community-based (Hrganizations or subdivisions within DPH 
itself), the Department accepted the premise that providers should be 
evaluated by the following criteria: (a) their credibility among the 
audiences targeted; (b) their ability to articulate a program plan and 
to link it to specific information available about the knowledge, 
attitudes, beliefs and behaviors of those targeted; (c) their willing- 
ness and ability to adjust a program plan if new infoniiation about 
knowledge, attitudes, beliefs and behaviors of those targeted war- 
rants such adjustment; and (d) their willingness and ability to ac- 
count for their activities and the use of funds receivexl in a way that 
permits a reasonable assessment of cost and impact. 

Community-based providers have been encouraged to augment 
govemnwnt funding with contributions from the private sector in the 
form of cash donations as well as in-kind support. Over the years, it 
has been shown that it is in the provider's own interest to establish 
cash reserves to meet cash flow requirements, which contracts based 
on reimbursement for actual costs incurred do not provide. It has 
also become apparent that the fundraising process itself substantially 
increases awareness of the need for prevention and supports behav- 
ior change in targeted communities. 

Local government funding of gay-identifying organizations be- 
gan in December 1982, when 134 cases of AIDS had been reponed 
in San Francisco, 97 percent of which were among homosexual or 
bisexual men. AJDS-specific funding for community-based organi- 
zations working with substance abusers began in March 1985, by 
which time IS percent of the 1,006 cases of AIDS reported to date 
were among injection drug users; homosexual and bisexual men 
comprised 95 percent of these injection drug users. Some of these 
community-based organizations working with injection drug users 
were also identified with specific ethnic communities. In July 1986 
direct funding for more general AIDS outreach to ethnic communi- 
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tics was provided by the State of California directly to two commu- 
nity-based organizations in San Francisco. This was at a time when 
14 percent of the 2^31 cases of AIDS reported to date were from 
ethnic groups. At the time, homosexual and bisexual men, many of 
them gay-identified, comprised nearly 90 percent of these ethnic 
minority AIDS cases.^ 

When audiences have been defined by the location in which they 
are available to be educated, San Francisco's program planners have 
relied largely on offices and agencies traditionally responsible for 
services in those locations. The activities of these agencies also 
provide a mix of general awareness and risk reduction support. For 
example, DPH*s Forensic Services has been responsible for AIDS 
education for jail/detention facility staff as well as for inmates and 
detainees. The San Francisco Unified School District, working with 
staff of DPH*s Community Public Health Services, has focused on 
school staff development regarding AIDS, as well as on programs 
targeting youth in school. City Clinic (San Francisco's public clinic 
for sexually tranfimitted diseases) and other government supported 
health centers have assumed responsibility for HIV education and 
prevention programs for patients and individuals targeted in their 
outreach services. 

Which Approaches? Which Messages? 

With different degrees of commitment and success, 5 an Francisco's 
HIV education and prevention programs follow two general prin- 
ciples. The first has been that all messages should be consistent with 
the latest developments in epidemiological and medical knowledge 
about HIV and its transmission. The second has been that messages 
should be conveyed through a medium (print, pictures, oral/aural), 
in language (visual, verbal) and in a setting that the targeted audi- 
ence will be able to understand, will find appropriate and to which it 
^vill respond. The general approach or delivery mechanism and the 
*'spin** of particular messages, however, may vary dramatically. 

The factors that determine which general approaches and specific 
messages are used include: (1) who is targeted; (2) what the audi- 
ence already knows and believes; (3) what exposure the audience 
has already had; (4) what literacy/education levels can be assumed; 
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(5) which media arc to be used; (6) what levels of formality and 
intimacy the audience will respond to; (7) who is delivering the 
message; (8) what factors contributing to health-rclated attitudes 
and/or barriers to behavior change are being addressed; (9) what the 
particular goal of the educational intervention is; and (10) what re 
sources arc available. Each program component is expected to seek 
answers to these questions from a variety of sources. The major 
sources of information are discussed below. 

• Providers' knowledge of their constituents: San Francisco* s 
overall prevention program has relied heavily on the insights of 
frcmtline providers to design specific interventions for the audiences 
for which they have assumed responsibility. In the early years, AIDS 
Office staff working with community-based providers relied on the 
premise that it was the job of the community-based organization 
contractors to understand the needs of their respective constituencies 
and to interpret for the AIDS Office the programmatic implications 
of surveys and scroprevalence-data. For the AIDS Office, the pri- 
mary concern was that contractors had a clear and well-articulated 
rationale for doing what they had done and planned to do. 

Focus groups and field testing mechanisms: The Department's 
AIDS Office has expected frontline providers, as a matter of prac- 
tice, to utilize focus groups and other qualitative assessments to 
refine the implications of population-based surveys as well as to 
preview draft materials and strategies. By 1985 contracts with the 
AIDS Office specifically limited AIDS Office staff review of strate- 
gies and materials to consideration of (a) statCiHents of medical fact 
made or implied and (b) the process by which repr^.sentatives of 
populations targeted were engaged in the development of strategies 
and materials. 

The process by which representatives were selected such roups 
has been pivotal. Materials developed for injection drug users out of 
treatment, for example, had to be reviewed by one or more focus 
groups of injection drug users out of treatment. Recovering injection 
drug users or staff members of treatment progran*s could participate 
in the process and offer their insights, but at some point the review 
had to involve the actual audience concerned. 

• Data from cohort studies: Several prospective studies of the 
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epidemiology of HIV infection have been undertaken in San Fran- 
cisco. Planners of prevention pre grains have been encouraged to use 
data on knowledge, attitudes, btHefs and behaviors gathered from 
participants in die cohorts being followed in these studies. Most of 
these cohort studies also provide information about the HTV anti- 
body status of their participants and patterns of seroconversion. 

• Data from community surveys: San Francisco has pioneered tfic 
use of periodic population-based surveys of knowledge, attitudes, 
beliefs and behaviors to help shape and assess its prevention efforts. 
Some have been telephone surveys and others, door-to-door surveys. 
The first such survey was undertaken in 1984 among self-identified 
gay and bisexual men of all ethnicities. Since dien, multiple surveys 
have been conducted of this population, as well as of heterosexuals 
witii multiple or high-risk partners of all ethnicities and the Black 
and Hispanic communities (low- as well as high-risk individuals). 
Baseline surveys of the Chinese, Japanese, Filipino, Korean and 
Southeast Asian communities also were undertaken in 1988 and 
1989. 

In 1989 the Department of Public Health also contracted for a 
special survey of ethnic homosexual and bisexual men with partici- 
pants recruited through ethnic gay organizations, bars, social clubs 
and their social networks. This was done because the population- 
based surveys did not yield large enough samples of homosexual 
and bisexual men from ethnic communities to assess the behavior 
changes and needs of tiiese particular high-risk groups. 

The purpose of these surveys, over time, is to: (a) evaluate AIDS 
knowledge, attitudes, beliefs and behavior changes in high-risk and 
ethnic populations in San Francisco; (b) evaluate health education/ 
risk reduction programs; (c) assess behavioral changes over time 
that might affect trends of HIV infection; and (d) enable prevention 
and education programs to better target interventions and maximize 
resources. 



LIMITING THE PREVENTiON AGENDA 
San Francisco has been relatively successful in keeping its pro- 
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grams well focused on prevention efforts that constructively support 
the development of behaviors that reduce the risk of transmission of 
HTV. In working with gay and bisexual men, for example, San 
Francisco* s programs have made no attempt to discourage partici- 
pants from living their lives fully as gay-identifying or bisexual 
men. Rather, these inograms have limited their expectations of change 
to the specific behaviors that put participants at risk of HIV infec- 
tion. 

Where substance abuse may be a factor in transmission, the goals 
of San Francisco's programs may be best described as incremental 
and pragmatic. The initial goal has been to end the sharing of con- 
taminated needles and the unsafe sexual activity associated with 
substance use, even though the larger goal has been to end the sub- 
stance use that encourages needle sharing and unsafe sexual activity. 
It has also been apparent from the beginning that the transmission of 
HTV was not likely to be controlled if HIV prevention efforts were 
focused on this larger goal. 



EDUCATING THE GENERAL PUBUC 

San Francisco's overall HIV prevention effort also has rested on 
the tenet Uiat, to be effective, Uie overall program must establish a 
general environment in which interventions targeted to those spe- 
cifically at risk are understood as constructive by all segments of the 
community. This requires outreach and education to the general 
public, which directiy and indirecdy supports outreach to specific 
high-psk groups. 

Education of the general public must include efforts to persuade 
all segments of the population — those at high risk and those who are 
not — Uiat everyone has a role in risk reduction. Broad goals of out- 
reach to the public include: (a) fostering general awareness about the 
transmission of HIV and how individuals can protect themselves 
and others from infection; (b) fostering general awareness among 
the HIV-infected, asymptomatic population about the importance of 
health-promotin.; behaviors and the availability of sound medical 
options, including early intervention with drug treatments; (c) de- 
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mystifying HTV and as a result* reducing fear and hysteria about 
casual transmissicm; and (d) fostering an understanding of the di- 
niensk)iis oi die problem* its complexity and the potential costs (in 
tenns lives and dollars), so support for constructive and cost- 
effective services will be forthcoming. 

It is equally iocportant that education of the general public about 
AIDS confironts prejudices associated with the groups most directly 
affected by HIV, prejudices that were deep seated long before the 
onset (rfthe AIDS epidemic. Nationally and locally, the vast major- 
ity df those who have developed AIDS are members of behavicnal 
nunorides (homosexual/bisexual men and injection drug users). Of 
die 7,686 AIDS cases reported in San Francisco between 1981 and 
December 1989, 97.5 percent are in these categories.^ 



SUMMARY 

This chapter identifies three dimensions used in the descriptive 
framework adopted for San Francisco's overall prevention model: 
audiences, approaches and messages. It explains how organizations 
widi roots in die communities and subcultures most highly impacted 
by die epidemic have been engaged by die local department of health 
and have played a central role in the development and implementa- 
tion of prevention programs that have emerged. The next chapter 
examines several critical junctures at which the cooperative venture 
undertaken by die Department of Public Healdi and community- 
based organizations has been severely tested. 
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INTRODUCTION 

One recurring theme has dominated San Francisco's experience 
with HIV prevention: namely, the strength of the partnership forged 
between puUic health officials and organizations and incUviduals 
with loots in the communities and subcultures most heavily affected 
by Aeqndemic. 

The idea of partnerships was first introduced in 19S2 when the 
Department of Public Health (DPH) contracted with an organization 
thai known as the Kaposi's Sarcoma Research and Education Foun* 
dation to q)eaihead an tffon to educate the city's gay community 
about a disease tfiat at the time was widely refened to as **±t gay 
plague.'* The organization, which later changed its name to fhe San 
Rindaco AIDS Foundatira, had emerged as a grass-roots effort 
within tiie gay conmunity and reflected a gro win g recognition among 



Amory 



gay peq[)le that the disease was ''our problem." Within IS months, 
die DqMfftment had contracts with four other prevention providers 
ck>sely identified with San Francisco's gay community; by 1984 the 
pattern of enlisting parmerships with community-based organiza- 
tions was well established 

The Department's early contracting with gay-identifying organi- 
zations stemmed from the recognition tiiat the individuals most 
seriously affected by the HIV q)idemic had a long history of rejection 
by American society and tiiat this sense of alienation persisted for 
many gay nsen, even in San Francisco. More to the point, many gay 
men and lesbians were openly skeptical about the city's concern for 
their welfim/ It was apparent that a prevention effort underadcen 
direcdy by DPH would encounter much more resistance from the 
targeted population than one undertaken by organizations witfi strong 
roots in the community itself. Community-based organizaticms, it 
was also believed, would be able to draw strength and cohesi(Hi from 
the sense of shared alienation and discrimination. A few years later, 
when ethnic ccmimunities were recognized as populations needing 
moie carefully targeted HIV prevention efforts, it was relatively 
easy for the Department to expand on this concept. 

From the beginning, therefore, San Francisco's overall HTV pre- 
vention effort took on numy of die characteristics of a cooperative 
venture between die Department of Public Health and private, not- 
for-|nx>fit OTganizations with roots in the communities most heavily 
affected In this effort, conununity or subculiare identity and group 
ownership of the problem have been the key variables in the city's 
prevention effort Public healdi ''experts" have served as much as 
partners to die ccnnmunities involved as they have as direct preven- 
tion program providers. 

San Francisco's commitment to this community-based approach 
has been tested at several juncmres over the years. The ''bathhouse 
ccMitnversy," which dominated headlines and discussions of HIV 

• Thb rtitr*»^'— * had feoratly bom reinfofced by die offictil responte to the uuitinatxn of Htrvey 
liak« %m fnudm^t fint t«y-itettfied member of ibc Boerd of Superviion, and Mayor Oeor|e 
MoeooM, We poUlM dly. In the 1979 vndiet thii many itg^iM at lefledive of die local 
eelriiiriMMiA*i allilwte UMwd die fay oiim^ 
Moeoone WM fewid gnilO' only of mnilanihier, 1^ 
yean end pi wIdM pro ipe ct iofparolewidiin five. 
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preventicm in 1984» was the first serious test of San Francisco's 
comniitment to this q)proach. The second test came when the HIV 
antibody test was licensed by the Food and Drug Administration 
(FDA) in 198S, and political pressure began to mount outside of the 
city, with ramifications for the city, to institute widespread HIV 
antibody testing, with the reporting of names of those who tested 
positive. The third juncture came in 1986 when conflicts develqied 
over vAikh community-based organizations would best serve the 
growing needs for HIV prevention of San Francisco's ethnic com- 
munities. The fourth critical period is still in progress and results 
fitom policies and procedures adopted by DPH that have created the 
percqnion by many that community-based contractors have been 
demoted from their status as full partners in the city's overall pre- 
vention effort 



THE BATHHOUSE CONTROVERSY 

Between March and September 1984, when the debate about clos- 
ing the city's bathhouses was at its peak in San Francisco, HIV 
prevention was still regarded primarily as a concern of the gay com- 
munity. This controversy tested the commitment of government and 
die jniblic health establishment in San Francisco to work coopera- 
tively with gay ccmununity institutions in combating AIDS. 

Dining die 1970s, bathhouses had played an important role in the 
liberaticMi ci the gay conununity. By the early 1980s, the bathhouses, 
altiiou^ actually used by a small minority of gay and bisexual men, 
had become well established in gay culture as places where men 
could meet and have sex in environments that were relatively well 
sheltered frwn external intrusions. Because of the presumed role that 
larger numbers of sexual partners had in die transmission of HIV 
infecticm (an activity diat bathhouses allowed and sovnc claim, en- 
couraged), pressure began building on San Francisco's Director of 
Kfealdi, Dt. Mervyn Silverman, to intervene and close the bathhouses. 
By die end of June 1983, more than two hundred cases of AIDS had 
been nponoA in San Francisco, and die city had averaged 18 new 
cases per mmdi during die first six mondis of diat year. These were 
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alarming statistics. The pressure to close the bathhouses was evident 
in comments made by some political leaders (both straight and gay, 
but most notaUy by thra-Mayor Dianne Feinstein), by some health 
care professionals (many of tfiem gay) who were treating people 
witfi AIDS* as well as in newspiq)er editorials and in sometimes 
slanted rqpom dut q>peaitd in the dt:^'*s major n^^ 

The alarm and the pressure notwithstwding, several factors seemed 
to mitigate against diis kind of intervention by the county's health 
c^Bcer. Many erf diose stafiRng the recently established HIV preven- 
tion programs argued diat bathhouses provided excellent locations 
for aggressive promotion of HIV prevention amcHig sexually active 
gay men, espedally those who did not readily identify themselves as 
part the gay community. MenticHied more than once in the debate 
was die danger to wives who could perhaps become infected through 
tiieir bisexual husbands who had gone to the bathhouses to have sex 
with anonymous male partners. These locations, die argument went, 
could serve as places for die distribution of literature and for forums 
and special events targeted to such hard-to-reach audiences. If the 
biddiouses were closed, such activity would move to parks and 
alleys, where die men who most needed to be educated would be less 
accessiUe to prevention messages. 

The situaticm was further complicated by the fact that bathhouses 
were, at die time, licensed by the polk:e department Any public 
hearings regarding dieir ck)sure would undoubtedly have raised more 
dramatically die specter of police harassment of gay men for dieir 
sexuality, which would have undermined die Department's main 
strategy ci working cooperatively with the gay community to pro- 
mote HIV risk reduction. Furthermore, while it was common knowl- 
edge that sexual activity took place at badihouses and sex clubs, 
diere were no hard data available about die incidence of specific acts 
diat put patrons at high risk fc^ infection. Such data would be needed 
to iuppoit the health officer's order to close. 

Ltte in March 1984, a longtime gay activist who had written 
repeatedly to die director of healdi and die board of supervisors 
fonmdiy announced diat he was seeking a ballot measure to ban sex 
in Stn Rancisco baddiouses.* This action precipitated a firestorm of 
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debate within San Francisco's gay community itself and put much 
toast direct pressure on Silverman, the director of health, to inter- 
vene. The riietoric was passionate and the divisions ran deep. All the 
aifimients cited eaiiier repeated. The one new argument put 
forward was that the health officer should close all the city's hath- 
houses, clubs and gay-oriented adult video- and bool^txms to 
preempt the ballot initiative. It was feared that a vote to close die 
badihouses would be interpreted as a major setback for gay rights in 
the city. 

After almost two weeks of marathon meetings with gay commu- 
nity groups, physicians, epidemiologists, the press and city attor- 
neys, Silverman announced he wanted to close the bathhouses be- 
cause of their contributicm to the transmission of HIV. To this end, 
he fonnally requested that licensing and regulatory authority for 
bathhouses be transferred from the police departn^ent to the health 
department Official responses from the police department, the mayor 
and the board of supervisors were postponed for a variety of reasons, 
and the transfer of authority never occurred. Within two months, 
however^ Silverman concluded a second round of meetings on the 
issue and announced that he was closing the bathhouses under the 
admittedly naore tenuous authority he already had as health officer. 
By diis time, he also had reports by private investigators in hand that 
detailed an incidence of high-risk sexual behavior diat seemed to 
him sufficimt to justify his intervening in this manner. 

Subsequently, a restraining order was requested by a group of 
bathhouse owners and issued by a superior court judge, and the 
health officer's discretionary authority was limited to oveneeing the 
implementati<Hi of certain strucoiral changes (e.g., doors to private 
rooms had to be cut two feet from the floor) and monitoring patron 
behavior. The general durust of the court's order was to keep the 
businesses open but at the same time, to restrict behavior and to use 
the sites as forums for promoting hiV risk reduction. 

Significance of the Bathhouse Controversy 

The bathhouse controversy is significant in the history of San 
Francisco's response to the HIV epidemic because it provided a 
critical test of the Department of Public Health's commitment to the 
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principles underiying the overall prevention effort to date. On the 
whole, DPH's cixnmitment to these principles remained intact. 
Silverman, in particular, maintained his personal commitment to 
working with the gay community as partners in the decision-making 
process. Every g*t)up he met with to discuss his cations included a 
significant pr(^)ortion (in most cases a majority) of gay men and 
lesbians among tfie medical professionals, politteal activists and other 
advice givers. His majcHr problem was that die gay community itself 
was deeply divided on the issue and he had to choose sides. 

Subaequoit Devdopments 

In the months diat followed die attempt to close the badihouses, 
peq)le involved in the controversy seemed to move on to other 
issues. Most of die bathhouses and many sex clubs eventually went 
out of business for lack of business. The collaboration between pub- 
lic heaidi officials and die gay-identifying organizations working on 
HIV prevention in die community was, in die long run, not seriously 
harmed by the controversy. Subsequentiy, many took die position 
that the controversy itself made an important contribution to the 
diffiisicHi of informati(Mi among gay and bisexual men regarding risk 
redi^on. 

Since 1987 several private clubs have emerged in die city at which 
gay men meet for sex. Their existence is noted periodically in die 
imss and dieir activities are monitored, but the controversy that 
surrounded the initial closing of the bathhouses has not been re- 
kindled 



THE HIV ANTIBODY TEST 

The bathhouse controversy played itself out, by and large, as a 
controversy among individuals and factions widiin San Francisco. 
Most of the contributors to diis discussion were diemselves gay. In 
shaip contrast, die cmtroversy over die appropriate role of HIV 
antibody testing in HIV prevention was cast between ''outsiders" 
(non- San Franciscans), on one hand, who were advocating mandatory 
testing and registering the names of people who tested positive, and 
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ocmcenied individuals and factions within the city, both straight and 
gay, on the other, who reflected a remarkable degree of consensus in 
didr conviction that such an iq^proach would be counteiproductive 
to prevention efforts. At the time, the tiireat of discrimination against 
peopte who tested HIV*positive seenaed to concenied San Frand 
sufficient to ensure that such a strategy would put those at high risk 
at odds with the health care delivery system. As a result, these 
indivkioils would be driven away from legitimate prevention pro- 
grams and clinical services. 



In many states, cmfidential registries of persons infected with 
particular sexually transmitted diseases (STDs), such as syphilis and 
hqmtitis, are maintained by state or local officials. Witii such STDs, 
hMltii care provklers test and treat index cases and report tiieir names 
to the registry. Public healtii officials follow up by notifying tiie sex- 
ual partmrs of those initially screened. The partners are tiien tested 
and treated if treatment is indicated. The names of tiie partnen who 
test positive are also reported to the registry. If the system worics as 
intended, tiie patte i is repeated with all subsequent partners of each 
person who tests positive until tiie treatments and notifications catch 
up wiUi tiie infection. Most public healtii ofHcials consider tiiis tiie 
standard procedure fm controlling the spread of STDs. 

While HTV is sexually transmitted, it is different in some crucial 
ways from otiier infectims tiiat public healtii officials attempt to 
control by reporting names* notifying partners and treating the 
infectkm, Fdr exanq[)le« in contrast to tiie relatively short period 
between infection and the development of synq)toms with other 
rqKVtabk STDs, tiie incubation period for HIV is very long (more 
tiian ten years in many cases). Even antibodies to HIV are typically 
not detectable until tiiree months and, in rare cases, as much as tiiree 
years after infection.^ In addition, tiiere is no known cure for HTV 
disease* Even witii recent medical developments, tiie most people 
infected witii HIV can reasonably expect from clinical interventions 
it a delay in onset of symptoms and an average life expectancy after 
a diagnosis of clinical AIDS tiiat has increased from 14 montiis to 21 
moodUL^ To most San Franciscans woiidng to end tiie epidemic, 
tiiese differences between HTV infection and otiier sexually trans- 
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mitted diseases were sufficient to warrant a waiver of standard 
I^occdures. 

In early 198S, the Food and Drug Administration licensed a 
relatively inexpensive assay, or test, for the presence of HTV 
antityjdies, whMe acronym is EUS A. EUS A is highly sensitive and 
specific for antibodies to HIV. Its licensing meant that a testing 
mechanism for standard STD control procedure was now available 
for HIV as well. Since the test has i^n licensed, there has been 
cmsiderable and highly politicized pressure from some politicians 
and puUic health offidals outside of San Francisco to implement 
mandatory testing, registry of names and partner notification 
procedures for HIV-affected populations. Concunentiy, theit has 
been strcmg resistance to such a strategy from others. In Califmiia 
the debate has been particularly heated. Between 1986 and 1988, 
jvoposals for mandatory testing and state-managed registries for 
those who test positive were twice put before the voters in the form 
of ballot initiatives and defeated. 

Mandatory Testing and Reporting 

Much of the political and financial support for mandatoiy testing 
and reporting the names of people who test positive has come from 
organizations whose rhetcnic has been laced with presumptions about 
the 'inunoraUty** of homosexual behavior, the equation of all homo- 
sexual behavior with high risk for HIV infi^tion and die cmollary 
tiiat tfiere are ''guilty'* sufferers and ''innocent** victims of HIV infec- 
tion. The anti-gay shadow that has accompanied much of die discus- 
sion reflects the fact that AIDS has, from die beginning, had its 
greatest impact on this stigmatized minointy, whose homorex*udity 
is presumed by smne to be reprehensible and perhaps even die "cause** 
of their illness. Matters have been further complicated because the 
next highest incidence of AIDS is among injection drug users, and 
nationally, althou^ not in San Francisco, the incidence of reported 
AIDS cases is disproportionately high anK>ng ethnic minorities, all 
stigmatized or marginalized populations. 

In short, die HIV epidemic has exacerbated long-standing prob- 
lems of prejudice and bias. The potential for U5 ing HIV test results to 
foster discrimination has been obvious to al] parties in die debate; 
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the moft vocal advocates of mandatory testing have made it clear 
they think that such discrimination is appropriate. 

in Sin Fhmcisco, however, both the political and public health 
estiUishmmts weit quick to recognize the extent to which the full 
cooperation cf people infected and at risk is important in controlling 
the 9ptt$d of HIV and the extent to which the perceived threat of 
discriminaticHi would discourage vital cooperation. From the begin- 
ning, these foices in San Francisco have been virtually unanimous in 
their opposition to mandatory testing and to reporting the names of 
those who test positive, except where blood donations were con- 
cerned. 

Voluntary Testing and Counseling Programs 

Notwithstanding the general opposition to mandatory testing and 
reporting the names of those who test positive, voluntary testing and 
related counseling have played a large and important role in San 
Francisoo*s overall HTV prevention effort/ 

In July 1985, the Departnoent of Public Health initiated a program 
of HIV antibody testing at anonymous test sites (ATS) throughout 
the city. Sin^ its incq)tion, the ATS program has been promoted as 
a prevention education and counseling program that uses test results 
as a catalyst for stimulating or reinforcing new patterns of low-risk 
behavior. The basic safeguards of tiiis anonymous testing are, Hrst, 
no personal klentifying information on program particq>ants is sought 
or ftccfded* and second, staff of tiie testing program have no job- 
related reqxmsibilities outside tiie ATS program tiiat are likely to 
put them in contact witii tiiose tested. The purpose of die second 
safbguaid is to provide reasonable assurances tiiat staff members 
will not be able to identify a person tested because of knowledge 
gained from other job-related interactions. 

These programs in San I^cisco have probably tested more people 
per capita than any otiier local public health jurisdiction in die coun- 



* a bm ai|MMd tluM, for MOM, knowMge of 
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try/ HowevcTt great care has been taken in these programs to ensure 
dmt all oomponents wonc with participa^^ts as partners in combating 
the transmission <rf HIV and that none of them compromise the civil 
rights <rf people who are tested. Participants in these programs are 
carefully counseled in pre- and post-test sessions. 



White most HTV antibody testing services were developed slowly, 
to insure that all implications were weighed and all consequences 
considered^ the use of the antibody test to screen blood donations 
was not delayed. The need for and appropriateness of using the 
antibody test to screen blood donations has never been seriously 
contested since ELISA became available in 1985. 



Before EUSA was licensed by the FDA, people receiving blood 
transfusicms were at risk for HIV. At the time, it was unclear how 
hi^ the risk was. Pre-1985 efforts to reduce this risk focused on 
discouraging the donation of blood by people in known high-risk 
gn>iq)S, ^)ecifically gay/bisexual men and injection drug users. Since 
the test was licensed 'uul its use in screening blood dmaticHis be- 
came mandatory, further transmission through transfusions nas been 
effectivdy controlled by screening all blood used in transfusions. A 
small risk remains, nevertheless, because of the three month window 
it typically takes to develq> antibodies to HIV. 

Also smce 1985, heat treatment of all coagulation factor concen- 
trates has effectively controlled further spread of HTV to hemophili- 
acs through their use of blood products. 



Pirtner Notification 

In Francisco, partner notification, sometimes called ''contact 
tracing,** has been limited to heterosexual partners of persons 
diagnosed with AIDS, recipients of blood donated by people later 
diagnosed with AIDS, and partners of persons who are known by 
tfieir physician to be HIV antibody positive and who request their 



* D i l ii i ia Mwch 19tS md October !9>9, lettt were pcrfonnc d at Sm Pwndioo'i •ponyimmi 
HH fkm ikM. Pa c t oii Bi k Mt doM at pwl of ffoatiM clinical acreeiiing in both public and private 
Wttj^jl (21 jM4) and tKMnf i1Vw>«cei for nwhipie tem for tome indiviauali, the DPH AIDS Office 
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idiysicum to assist them in notifying their partners. The first two 
reflect local puUic health policy; the last is required by state law . No 
comnninity-based organizations have been involved in this aspect of 
pceventiOQ wofk in San Francisco. 

An analysis of die effectiveness and cost of the contact tracing 
prognm for heterosexual partners of persons diagnosed with AIDS 
waa made by the Department of Public Health AIDS Office in 1987.^ 
Thestudy revealed that fewer than 16 percent of the first generation 
of sexual panners could be contacted Largely because of the long 
incubation period of HIV, the vast majority of partners were lost to 
fdlowiq). b addition, the cost totaled approxirnately $400 per pan- 
ner readied and tested It was judged that the inefficiency of ccmtact 
tracing and the resulting cost would be significantly grrater in pq[)u- 
latk» groups where there was a high incidence of HIV infection, 
such u gay men or injection drug users. This inefficiency and high 
cost, coiq>led with the strategic arguments against widespread use of 
partner notification in the overall prevention effort, have ensured a 
very nunor and restricted role for contact tracing in the overall ef- 
fort Since contact tracing is a natural extension of a strategy of 
testing and rqxirting, whatever controversy has touched on ccmtact 
tracing in San Bmcisco has highlighted questions about the larger 
issues of testing and reputing. 

SuboeqiMiit Devdopments 

Throughout 1987, as medical research began to suggest that eaiiy 
clinical interventions had some efficacy for those who are HIV* 
positive but asymptonmtic, HIV antibody testing and related coun- 
seling pcograms were estaUished in clinical health care settings The 
testing in these instances has been confidential rather than anony- 
mous. Confidaitial test results are associated with patients' names, 

bdt in a sq>arate record, access to which is restricted by Caiifcmua 
stale law and fiirdier by local administrative policy. In addition, fully 
infomied consent is required from those tested. At these clinic sites, 
HIV testing is dme in the context of a more general medical exami- 
natioot and it constitutes screening in the usual sense. 

By 1989 DFH and the conununity-based organizations involved 
in thD anonyiiious testing program were reconunending that people 
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who fdt themselves to be at risk be tested and counseled about both 
pitventing HIV transmission and about the emerging protocols for 
early clinical intervention for those who test positive, including the 
use of AZT and aeiasdized pentamidine. The emphasis on volun- 
tary tesdrf and tfie opposition to reporting the names of those who 
test positive has never been abandoned, however. 



OUTREACH TO ETHNIC COMMUNITIES 

In 1986, a number of conflicting peaeptions and expectations 
among advocacy and provider groups in San Francisco began to 
receive public attention. For the most part, these conflicts were ex- 
pressed as differences over which providers were entitled to claim 
which audiences, how funding levels fen* outreach to particular audi- 
ences should be established and how services should be described. 
Advocacy groups representing ethnic minority interests, for exan^le, 
stated that HTV prevention efforts targeting ethnic minority pq>ula- 
tions should be operated only by conununity-based providers identi- 
fied with these communities. Others initially took the position that 
ethnic minorify subsets of their target populations (gay men, for 
example, or substance abusers or fnnude clients of family planning 
services) could be and were \rAh% well served by organizations op- 
erating under broader nussions. 

M'jch of the discussion of these issues was driven by evidence 
that ethnic communities were disproportionately represented among 
reported AIDS cases nationally. Although this disiXYqx)rtionate impact 
had not materialized in San Francisco, the national figures made it 
clear that more aggressive and well-targeted prevention efforts needed 
to be focused on these conununities. .^t the same time, there were 
data indicating that the rate of new HIV infections anmng ethnic 
populations in San Francisco was rising, which added to the urgency 
of the situation. 

Initiil Rear onse 

Widiout rejecting the position that some individuals from ethnic 
communities were already being well served by umbrella-styled 
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prognms, the DqNutment lecognizcd that more had to be done for 
the Black, HiqNmic, Asian/Pacific Islander and Native American 
oonwmmities. In 1986, several q)ecific steps were taken to under- 
aoore diis awareness. Fint, representatives of advocacy and provkler 
groiq» atsociated with ethnic conununity interests were incoqx>- 
laled imo a netwofk of fomial advisory bodies to the new DirectOT o^ 
Health, Dr. Dinfkl Werdegar. 

Second, qiecific community-based organizations identified by 
these edudc community advisory groups were recognized as having 
unique access to the target communities and were engaged as HIV 
education and prevention providers. Funding for these new programs 
was secured and expanded each year for several years. In keeping 
with the eariier pdicy of underwriting only programs for which a 
critical mass oi funding was available* one primary contractor was 
identified for each of four community groups (Black, Latino, Asian/ 
Pacific Islander and Native American). Contracts with all-minority 
providera who presented themselves as multicultural augmented these 
sernces. 

Third, the Department requested more refmed demographic break- 
downs of audiences reached by every HIV prevention provider, so a 
clearer picture of the overall impact of HIV prevention efforts on 
ethnic minority audiences could be attained. 

In 1986-S7, there was $3.6 million in government funding for 
HIV education and prevention support programs in San Francisco. 
Of this total, $1.4 million or 38 percent was identified as having an 
impact on ethnic peculations. Forty-one percent or $570,000 of the 
minority impact funding went to conununity-based wganizations 
working exclusively with specific ethnic communities. The balance, 
$820,000, was associated with efforts targeted to populations first 
defined by characteristics other than their ethnicity — populations 
defined by gender, for example, sexual orientation or the location or 
setting where die education takes place (e.g., in school, jail, the 
workplace) — but a portion nf whose audiences were also from 
edmic communities.' 

By 1988-89, government funding foe HIV education and preyen- 
tioo support programs in San Francisco had grown to $7.9 million. 
Of this total, 47 percent or $3.5 million was associated with impact 
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00 edmic conununities. F^-five percent of the $3.5 miUion, $1.7 
millioii, wu usigned to community-based organizations woildng 
exdttsively with eduiic coira^unities.^ 

SubteqiMit Deydopments 

Anecdotal feedback has been mixed regarding the succc^ of at- 
tempts since 1986 to engage fiiUy the community identity of Blacks, 
HiqNUiics, Asians/Pacific Islanders and Native Americans in HIV 
pieventioQ. For example, although noen who have sex with odier 
men (but who may not identify themselves as gay oc bisexual) are 
deariy the individuals at highest risk fot HIV in San Francisco's 
ethnic communities,^ most HIV prevention programs kientified with 
these communities have experienced difficulty with outreach to this 
segment of their constituotcy, difficulty that is related primarily to 
cultural taboos about hoax>sexual behavior. 

Some programs also have found certain aspects of their ccmimu- 
nity klentity to be much less cohesive ti^an the four-group model 
adopted by the Department. The Asian AIDS Project, for example, 
has had ^)ecial challenges stenmiing from the fact that the Asian/ 
Pacific Islander conununity in San Francisco is made up of more 
than 30 distinct language and cultural groups. 

The basic policy question raised by these observations is: How far 
is it reasonable and necessary to carry a commitment to woiking 
with community identity in developing HIV prevention programs? 
Put another way, the question would be: At what point does die 
diviskxi of limited funding anrang nK>re conununity-based organi- 
zations (each representing a more discretely defined constituency) 
become counterproductive because it results in organizations so 
underfunded that their energies are focused on securing funds rather 
than on the prevention effort itself? 

In terms of die ^)ecific issue of funding HIV prevention programs 
in San Francisco's ethnic communities, the question might be: Is it 
necessary and feasible to fund xparate prevention "^^xmders for 
each minority community-at-large, odier providers for the subcul- 
tures in each ccxnmunity of men who have sex with other men and 
still other providers who claim to accommodate many of these men 
because of tfieir self-identification as gay? Another might be: Should 
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Ae wiotts AsUn/Pacific Islander communities, who together ac* 
count for moit dian 25 percent of the pq^ulation but fewer than 2 
pcfoent of the reported AIDS cases, each have a separate program? 

There has been some nx>vement on the part of the AIDS Office 
and its cootncton in die direction of a clearer focus on the needs of 
meD of color who have sex with other men. Whether this will result 
in direct funding for new provider (nganizadons greater emphasis 
in established Ofganizations on prevention support for these men 
remains to be determined. 



CHAIXENGES TO THE PARTNERSHIP 

Over time the commitment of the Department of Public Health 
and contracting community-based organizations to woildng as full 
partners in the fight against AIDS has. perhaps inevitably, dimin- 
ished Several factm have contributed to this development The 
efiiect ot the communities targeted by their programs has not yet 
been assessed. 

The Impact of Growth 

The first factor stems from the dramatic growth in the number of 
community-based organizations involved in the HIV prevention ef- 
fort, as weD as from the expansion of the bureaucracies at DPH and 
at cooperating community-based wganizations. The overall sense of 
mission that characterized the eaiiy partnerships has been watered 
down consi JeraUy by the increase in the number of players. 

This effect has been compounded by the fact that many of the 
newer contractors for AIDS prevention services have been organiza- 
tions with a history of contracting with the Departntent for the provi- 
sion of odier kinds of services, such as mental health and substance 
abuse treatment This previous contracting experience, which often 
had adversarial overtones, sometimes created obstacles to the new 
relationships the Department was trying to establish with these or- 
ganizations. In addition, new staff at the AIDS Office sometimes 
arrived on the job with expectations of a more "junior partner^ ' role 
for contractors. 

o J12 



Amory 



Ccmortliip of Materials 

The leoood factor can be traced to the distinct Ineak that newly 
appointed Depaitmeiit staff nude in 1987*8 with the tradition of a 
voy lestricled AIDS Office role in the review of niaterials devel- 
oped by contracting community-based organiiations. 

bi die early years (rf die partnersMp and in lang^ 
into all contracts between community-based organizations and the 
AnXS Office, AIDS Office review of materials and strategies was 
stficdy limited to consideration of statements of medical fact made 
or iiq>lied and die process by which representtttives of populations 
targeted were engaged in program devebpment As federal and state 
funding became more avdlable to suppcnrt HIV preventim programs. 
fiAher restrictions began to be imposed by federal and state agen- 
cies on die language and approaches their funding could be used to 
support 

In 1986 die California Department of Healdi Services (DHS) began 
requiring tiiat all materials to be produced or distributed using state 
fimds be submitted to their Office of AIDS for review and approval. 
DHS qpecifically inxHubited ''slang,** making it clear diat this meant 
die kind language most individuals at risk would use in normal, 
everyday conversation. A few mondis later, die federal Centers for 
DisMse Oontnd required all recipients of their funds to establish a 
local review panel **to consider the bounds of explicitness believed 
needed to communicate an effective message to diose for whom it is 
intended." In October 1987, the panel's enforcement mandate was 
»4Hinded by die Helms amendment, named after conservative Sena- 
tor Jesse Helms (R-N.C). The amendment prohibited programs 
receiving federal funding for HIV prevention from using ''materials 
and activities that piomote or encourage, direcdy, homosexual sex- 
ual activities.** 

As the designated recipient of most of the state and federal fund- 
ing subject to diis censcnhip, die AIDS Office stood between die 
comnunity-based organizations devek>ping materials and approaches 
and die federal and state agency censors. The AIDS Office and its 
contractors agreed that Uiese restrictions were onerous and funda- 
mentally inconsistent widi die principles on which programs had 
been based. As a practical matter, however, die major difficulty was 
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poied by the state's bureaucratically managed procedures. San 
Frandsoo has not experienced problems with federal censOTship 
because die federally approved local review panel has been disin* 
clined to let abstract notions of propriety interfere with aggressive 
and meaningful pievendon dfcms. The potential for restrictions by 
stale reviewers was itself minimized by ensuring, insofar as pos- 
sible, diat no program was omipletely dependent on state funding; 
most pn^rams were provided otfier resources to underwrite costs 
die state govenmrat would be unlikely to q>prove. 

It is paiticulariy ironic tfiat it was DPH's huidling of its own local 
review lequirements that has risked undermining the Departoient 
and community-based organization partnership. Between 1987 and 
1989, intemntkxis by senior DPH staff in the production of materi- 
als developed by c<xnmunity-based organizations increased dramati- 
cally. In many cases, the reasons for these interventions had nothing 
to do either with statements of medical fact or with the process by 
^»4iich rqpresentatives of populations targeted were engaged in the 
devdofKiient of matoials— the criteria for DPH in-hou^ review 
spelled out in contracts. Many community-based organizations 
complained about the incursions into "their turf' as well as the time 
that it took to get materials and plans reviewed. 

The principle of a partnership that values equally the contributions 
of both the public health establishment and community-based organi- 
zations was challenged by such interventions. These interventions 
were curtailed in 1989, but their legacy continues to shadow some of 
the dialogue between the AIDS Office and community-based 
organizations. 

Changes in Contracting Policies 

In most local public health jurisdictions, the participation of com- 
munity-based organizations in HIV prevention program delivery is 
sought thrwgh competitive bidding undertaken after local, state or 
federal funding is secured by the department of health. In such situ- 
ations, the status of contracting community-based organizations is 
clearly subservient to the local government agency managing the 
funding. 

Prior to 1989, die AIDS Office, with the approval of the Health 
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Oomiiussion» issued requests for competitive bids (often referred to 
as Requests Fdr Rrq)osaIs» or RFPs) only in situations where there 
was obviously more than one viable and interested candidate. In 
additkmt once a contractor was established for a particular array of 
services, the extractor was generally incorporated into the AIDS 
Officers own applications for funding as a co-applicant All such 
qifdkatiofis were routinely reviewed and approved by the Health 
Commission, die policymaking body governing die Depiotment State 
and federal funding offices had made it clear that such applications 
were rated hig^ if they reflected full participation by ccnmnunity- 
based organizations wiUi a track record in the area of service being 
funded 

In 19S9» however, the Health Commission reversed this position 
and required that all contracted services be competitively bid at least 
at intervals of three years. The impact of this action on the success of 
DPH q^lications for funds and the level of conununity-based 
ganization support lot such applications has not yet been assessed. It 
is clear, however, that the Health Commission's action has the po- 
tential for undermining the sense of a full partnership between the 
Department and cooperating community-based organizations. This 
potential stems largely from the environment created by formal bid- 
ding procedures, rather than from the concept of periodical review of 
basic partnership conunitments. 



SUMMARY 

This chapter underscores the need for strong parmerships between 
the local department of public health and organizations with roots in 
the communities and subcultures most heavily affected by the HIV 
epidemic. It identifies four critical junctures at which the commit- 
ment to such parmerships has been tested during the first eight years 
of San Fiimcisco*s response to the epidemic. 
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INTRODUCTION 

Designers of eaiiy San Francisco programs were eclectic in bor- 
rowing ideas firom a number of communications and behavior change 
dieories. Conqirised of community organizers, public health offi- 
cialSt behavioral scientists and conmiunications and nuufketing spe- 
cialists, program designers also did considerable theorizing on their 
own« Moit than anything, these men and women were pragmatic- 
Time could not be spent waiting for careful, scientific studies to 
determme prevention strategies. Effective prevention programs were 
needed inmiediately if San Francisco's gay ccnnmunity was to sur- 
vive. Much of the HIV prevention worlc done in other communities 
widdn San Francisco, specifically work with injection drug users, 
wu undertaken under this same set of circumstances. 

The fdlowing prevention principles grew out of these program 
experiences. 
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DESIGNING APPROACHES AND MESSAGES 

• t9ifanmllonltM€ffDo€$ Not Reduce Ridu 

When die first widespcead HIV prevention campaign was being 
initiiied in San Fhuicisco in 1984, survey data revealed that gay and 
biiexual men had remaiicably accurate information about how the 
HIV virus was transmitted^ Nonetiieless, substantial pioporticNis of 
giy men were still continuing to engage in unprotected anal inter- 
course at Aat time. 

It was clear that knowledge of how to reduce the risk of HIV 
infecticm was not leading to behavior change for nx)st gay men. 
Knowled^ (tf the behavioral mechanisms by which HFV infection is 
^itad is an absolutely necessary, but not sufficient, condition for 
behavior change. 

• Be CkarAbouiWhkh Behaviors Must Be Changed. 
Historically, there has been disagreement and inconsistency with 

regaid to the behaviws that HIV prevention campaigns have sought 
to naodify. Fdr example, with regard to sexual transmission of HIV 
infection, some have argued that it i^ mort effective to seek a reduc- 
tion in the number or t^^e of sexual partners, while others contend 
that campaigns should seek to encourage safe sex vithout regard to 
number or kind of sexual partners. Other questions have included 
whedier unprotected anal or vaginal intercourse should be the sole 
focus of prevention canq>aigns or whether other sexual behaviors 
shoukl also be taigeted. 

Regarding iiyecticm drug use, a prominent issue has concerned 
whether prevention woicers should seek to induce a drug-free life- 
style anxmg needle users or only to encourage cessation d needle 
sharing. On the broadest level, arguments have also been made that 
[mventicHi campaigns would be nx)st effective if they sought to 
eliminate homophobia and the combined effects of racism, sexism 
and poverty, as these art theoretiM:al causes of continued high-risk 
sex between men, and injection drug users and their partners. 

Lack of clarity in determining behaviors to be changed hampers 
the effectiveness of prevention efforts, because behaviors carry dif- 
fietent meanings for individuals. For example, convincing someone 
to use a condom carries a completely different inq)lication for chang- 
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iiig behavior than does the suggestion that decreasing the number of 
sexual partners (or changing the kinds of sexual partners) will best 
lower HIV risk. Similariy, the message that HIV risk reduction is 
beat achieved by not shwing contaminaied needles holds different 
im|tfications for an individual's behavior than does the message that 
abttfaieaoe fiom injection drug use is required. 

WidiOQt darity cS and consensus on the messages that will result 
in the grnuest reduction of HIV transmission, the effectiveness of 
HIV prevention campaigns will be craipromised. The identification 
of qxcific behaviors that represent the greatest risk for HIV trans- 
mission widiin a community should be decided among those af- 
fected and those charged with developing HIV prevention strategies 
on the local level 

• Change Group Norms to Change Individual Behaviors. 

In addition to improving knowledge levels, San Francisco pro- 
gram designers sought to change beliefs thought to be associated 
widi risky behavicnr far HIV transmission. Specifically, they set out 
to convince gay men of their susceptibility to infection. They also 
encouraged trust in the efficacy of risk-reduction guidelines at a time 
v^ien many did not believe that HTV was the causative agent or even 
that die virus was transmitted sexually. Prevention campaigns also 
persuaded indivkluals that they were capable of making changes 
and, more importantly, that enormous changes were already taking 
place within the conununity. 

To understand the reasons program designers found it so important 
to focus on beliefs about health, community norms and gay identity, 
the social and hisr^'dcal context that provided the underpinnings of 
the response of the gay community to AIDS must be examined. 
Much has been said about the way in which the sexual lifestyle of the 
gay community in the 1970s and eaxiy 1980s fumi^ed an all-too- 
feitile ground for the rapid spread of HTV. Likewise, it is iust as 
impoitant to recognize that HTV risk-reduction efforts also were 
shaped by the gay social institutions of the 1980s and 1990s.^ 

To many program designers, it became clear that if lives were to 
be saved, a redefinition of the gay nude identity would have to be 
negotiated. No kmger would it be possible for gay men to perceive 
their identity in sexual terms alone. A redefined identity for gay men 
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would hive to be restricted to safe sex practices and include a sense 
of leqioasibility for one's self as well as the gay community. Cam- 
paign idanners recognized that changes of this nanire had to be 
genenied from wfifain die gay male community. If they weie im- 
poied from widxMit, diere would be resistance, conflict and most 
damagingt delays in bringing about die changes in behavior. New 
normt were needed to rqplace old norais, but they had tt> be gay- 
podtive ttid community^affimiing. San Francisco program design- 
ers reoogniwd the socUd basis of HIV risk behaviors and viewed 
HIV prevendon^as a social change process. 

Recognizing die social basis of risk behaviors is important, re- 
gardless of die pqindaticMi being targeted for intervention. Preven- 
tion campaigns aimed at injection drug usen must, for exanqile, 
(Utaapt to alter an environment that sanctions the sharing of dirty 
needles. As widi gay men, change will be most effectively generated 
from widiin die needle-using population and must meet the unique 
needs of members of this community. 

• Um MuUph DeUviry Mechmisms and Peer Networks to 
FueUiMi Risk RedMCt^on. 

The San Rancisco experience indicates diat it is a mistake to rely 
on any one communication mechanism to effect changes in behav- 
ior. The use of a series of distinct community-wide prevention ap- 
proaches working together in a synergistic fashion has the highest 
likel'Hood reducing risk-taking behaviors widiin a community as 
a whole. Further, it has been learned that prevention messages are 
most effective when they are aimed at changing behaviors and be- 
liefs at the level of peer networics. 

In San Francisco, four different communication mechanisms werr 
used to effect behavioral change within peer networics.* Media cam- 
paigns were used in die first attempt and have been used consistentiy 
throu^iout the q>idemic. Ahnost all possible media outiets have 
been used in San Francisco, including print advertising, radio and 
television puUic service announcements, billboard and transit dis- 
plays, direct mail, brochures and odier printed material. 
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A aecond mechanism involved professional counseling and health 
edocatioii propams tfiat diitcdy delivered HIV prevention messages 
to individuali at hi|^ risk. Having such individuals participate in 
pMr*tOi)eer interventions was intended to reach those who were not 
partidpantf in a particular jnogrant That is, nanparticipating peers 
could be reached duough the unstructured process of communica- 
tioo and role modeling that naturally takes place widiin inforaial 
groqNk Tlieae kinds (rf interventions have been particulariy useful 
among drug users, although they also are useful for individuals re- 
ferred from HIV alternative test sites, STD treatment facilities and 
family planning clinics. 

Fdr drug users not in treatment, tiie CHOW (Conununity Health 
Otttreadi Woricers) program was developed. CHOWs were trained 
in **AIDS lOr and in safe needle use and sexual practices. These 
workers, who were former acklicts, then went to areas where needle 
users congregate to educate them on their home turf, as well as to 
distribute ajqpropriate health education materials, bleach for sterili- 
zation of needles, and condoms. 

The AIDS hotline, a centralized telephone information and refer- 
ral system, was the third conununication mecnanism. Hotlines pro- 
vide easy and anonynx>us access to prevention information taibred 
to die uitique needs of each individual. The stigmas associated with 
hHyS and the need of high-risk and/or highly fearful people to get 
more detailed answers to their questions than can be provided by 
print and electronic media make hodines invaluable to HIV preven- 
tion efforts. 

San Frimcisco program designers went a step further than had 
been atten^Med in most disease prevention efforts by adding a founh 
communication mechanism: f(»inal, structured interventions that 
enqriiasized interpersonal peer-to-peer conmiunication. This iq)- 
pnoach, q)ecifically designed to woric in a strucnired group setting, 
was exenoplified by the STOP AIDS Project The STOP AIDS Proj- 
ect was bated on survey data indicating that gay and bisexual men 
had been inornohilized the conflict between the growing dueat of 
AIDS to dieir well-being and die sexual values and expectations 
characteristic <^ the gay subculture. This intervention was (tesigned 
to prcmote peer support for safe sex activities and to foster peer 
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pctstmt against high-risk behaviors, thereby altering community or 
The STCXP AIDS intervention involves inviting pec^le 
topaitfe^pitein sooall group meetings held in the homes erf commu- 
nis manbers lo discuss personal commitment and individual ac- 
tion Rlated to ending Ae HIV qridenuc. 

• Va (MtunOf Afpnprtati Language and Messages. 

HIV prevention messages are interpreted dirough the cultural lenses 
of dioae receiving dteoL Language comprehension is probably the 
most obvious and immediate factor influencing how a message is 
received There are many individuals who do not Icnow the meaning 
ci tamos sudi as intercourse, vagina, semen, hypodermic, condom or 
penis, likewise* there are many people who do not understand terms 
like nmmmSi fisting or water spcms. Qarity and understandability 
are basic to die development of effective HTV preventi(Hi messages. 

Cultural iqnxropriateness is also important. Overiy technical lan- 
guage» unusual or Siilted grammar and style and even slang in the 
wrong context can convey unintended meanings and limit the per- 
suasiveness of messages. 

Messages should relate to the experiences of target audiences. If a 
message talks about simations individuals have no familiarity with, 
it may be rejected as irrelevant or inconsequential. If a message 
relates to risks that clearly are relevant to some other population but 
not to the recipient's, that message will likely be ignored. 



BUILDING RELATIONSHIPS WITH TARGET 
AUDIENCES 

• Define Target Audiences. 

Discussions of targeting messages are fiill of references to "risk 
groups** and '"communities" when, in fact, peer groups may be the 
sociid group noost relevant for purposes of educating about behavior 
change* Nothing has confused HIV prevention program planners 
more fundamentally than the lack of clarity about how to define 
target audBences or groups that are in need of interventions to change 
risky behaviors. Media commentators and policymakers, for example, 
have paid great attention to the concept of risk groups ever since the 
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Qmm for Disease Control (CDC) fust identified HIV infection 
ttnoQg die populations of homosexual men, intravenous drug users 
ml Haitiiiis* As a resuh, more of an emphasis was placed on ''who 
yoQ an**iidier Aan 'Nyhat behaviors you engage in." 

TTiewnsophistk^ted use crfrisk group terininology can also ^ 
Ae misappttcatiMi of HIV prevention resources. For example, a 
sexually active Blade teenage girl may have more in comnion widi a 
sexually active IfiqNuiic teenage gixi than with some other members 
of her own nee. Therefiore, programs that are taigeted to teens may 
be more effective in changing the behavior of Black teens than pro- 
graitif aimed at Black populations as a whole. 

The lanyiage of HIV prevention is also replete with references to 
''communities,'* iilien im fact, many of the target audiences for pro- 
grams are not communities. It is unlikely, fcMr example, that sexual 
partners (rf injection drug users are a conmiunity. They may share 
iso^Oittnt demqgn^hic characteristics and behaviors that pnt tiiem 
at lidc, but they are not conununities in die sense of sharing a com* 
moo kfentification and affiliation. For tiiis reason, it may be useful to 
establish ficmnal organizations wl?en none exist widiin targeted popu* 
lations. On die odier hand, when there are existing conmiunity-based 
organigaticms, it may make sense tt> woiic with these groups and 
dirou^ then: networks to reach audiences. 

The literatiut on die formation of group norms assigns particular 
importance to peer groups. It is through such peer groups that norms 
are changed. Hence, if nmns are an important focus of HIV preven- 
tion efforts, target audiences shouki be defined widi respect to diese 
peer groups. Moreover, the definition of target audiences should be 
based on knowledge, attimde and behavior surveys conducted in 
eadi k)cale where programs are being started. These surveys have 
beoi critical to the design of programs in San Francisco and are 
discussed more fully later. 

• UndmUmdtheBiBefs of Target Audiences. 

The meaning of thr* HIV epidemic and of risk behaviors varies 
gready among different target audiences (or HTV prevention pro- 
grams. For example, die perceived risk from AIDS may arouse less 
fear among injection drug users whose lifestyle includes, by defini- 
tion, numerous life-dureatening risks. On die odier hand, the anguish 
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Msodated with premature deatfi may arouse deep fear among middle- 
class gay men who have not been accustcHiied to facing their own 
mortality. In one target audience, \o cite another exan^le, a woman 
canying a condom is regarded as sc^histicated; this same behavi(»r 
ooala label die woauui as a prostitute if she were a member of a 
dififerent target audience. 

Descriptive research of target audiences is needed bdbie mes- 
sages and conmunication strategies are finalized 
focus on die size and demographic composition of the audience as 
well u on the geographic distribution of audience members. Most 
importantly, it should examine the meaning of the epidemic and of 
risk behaviors within the cultural context of each group. 

• Invotf€ R^pmenlattvesfrom Target Audiences. 

Individuals either from the target audiences or who understand 
and are respectful of the values and cultures of those audiences 
should be actively involved in all levels of the design and inq)lemen- 
tation of HIV preventicm campaigns. 

Representatives from the target group should be carefully chosen. 
No one person can fully represent the interests, values and outlooks 
of any target group. For this reason, it is best to have a number of 
different representatives of the target group. It is also invaluable to 
have representation of people who are similar to the target group 
populations at all planning phases. On the other hand, it can be 
problematic for any group to be too homogeneous, as '^outsiders" 
can also have vitally important insights. Public health personnel and 
behavioral scientists involved in program design should view them- 
selves as catalysts and facilitators rather than as leaders of preven- 
tion campaigns. Whenever possible, professional researchers also 
should be drawn from the target groups or communities. 

Focus groups provide an excellent setting to get feedback on a 
fnoject while it is in development Additional representatives of the 
target group (who are not involved with the project) can give ''off- 
the-street" feedback on the project's q)propriateness, potential inter- 
est and potential effectiveness. They can also suggest new directions 
for die project or provide valuable ideas for future projects. 

It is important to recognize that political leaders and traditionally 
defined gatekeq)ers are not always members of die peer groups diat 
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need to be taifeted for HIV prevention campaigns. If it is impcntant 
10 reach teenaien, for example, then teenagers must play a crucial 
rc^ in die planning ;»ocess. In ttiis instance, adult gatekeepers have 
a rote to i^y, but teenagers must be recruited and given leadership 
podtiofu wiAin teen prevention campaigns. 

• Be SmuUmlo Target Audknces. 

Many of dioie affected most directly by the HIV epidemic have 
survived long histories of discrimination within American society. 
Some of die justification for discrimination has to do witii precisely 
dioae sexual and drug-using behaviOTs diat are implicated in HIV 
transmissiont dius nuddng prevention efforts especially deUcate. 

Atieiq>ts to involve popuIati<Mis widi a histoiy of (fisaimination 
must then be very sensitive to issues of social stigma. Lack of sensi- 
tivity can suggest tiiat public healtii personnel want to prolong a 
group*s struggle for acceptance. The widespread perception that an 
agency is insensitive to issues of stigmatization and/or discrimina- 
tion will hinder [ntvention efforts by tiiat agency. 

Thus, through continued cmtact with members of affected target 
groups, both on a staff and personal level, a fuller undo^tanding of 
the conditions under which risk for HIV continues to occur can be 
reached Through insights achieved through direct contact and wak- 
ing relationships forged with members of target populations, the 
effectiveness of prevention efforts can be magnified. 

• Moke AIDS ReUvma to Affected Populations. 

In many communities or target populations, HIV prevention is not 
the only serious issue. Gay men have concerns regarding homopho- 
bia and discrimination. Etiinic peculations face poverty, drug abuse 
and other social problems, including discrimination. In this context, 
HIV prevention must compete with many other issues for people's 
attenUon. Strategies that link AIDS to other community problems 
may increase the likelihood of HIV prevention becoming and re- 
maining a salient issue. Nevenheless, San Francisco program de- 
signers have attempted to keep interventions focused on prevention 
efforts tiiat {Mimarily attempt to change risky behaviors and tiius 
reduce the risk of transmission of HIV. 
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CHANGING PUBLIC POLICY 

• AiHK^fQrN§C€9$ary Changes in Laws and Institu^ 

To fK*<5^ mayimiim ftfBecrivmeaa, HIV prevcnticm efforts may 
require advocacy of legal and institutional change. Foe example, to 
be effipctive. HIV prevention messages must be clear and explicit 
about sexual and <taug-using practices that place individuals at risk 
of infection. Yet* designers of invention programs have faced pro- 
IdUdoiis on die use ctf federal and state funds foe dissonination of 
exfAIdt messages. Also, needle exchanges are illegal in many areas 
of the United States, although they may be effective in limiting the 
qxead ci HIV infection among needle-injecting drug users. It is 
commooplaoe for dx)se who wish to prevent the spread of HTV 
infection to be confron:ed with continued legal, political and as a 
vciutt, funding restrictions. 

Public health headers, health professionals and AIDS service pro- 
viders must be pk'epoTC^ to advocate legal and institutional changes 
supportive of educational efforts to change high-risk behavior. 

RESEARCH AND EVALUATION 

• Divetop Partnerships that Unk Research and Action. 

The San Francisco nnodel of HIV prevention has come to be syn- 
onyoxMis with the idea of partnership between public health authori- 
ties and community-based groups. As has been pointed out, the 
DqMurtment of Public Health actively involved gay men early in the 
process of designing and implementing risk reduction programs. 
Today, the Department is involving ethnic populations and women 
in the same way. 

The link between research and action has been equally important 
in San Francisco. Research helped to drive the process of interven- 
tion design and implementation. As interventions have been put in 
place, new questions have been generated to be explored in subse* 
quent research. The results have led tt> refinements in programs. 
This pkocess has been gready strengthened through the active col- 
laboration of public health authorities, AIDS service providers and 
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conmninications, social science and behavioral researchers. 

• BwmM FamUiar with ModeUandTheories of Behavior 
Chmtge. 

Many pitvention programs are attempted without any reference 
to foodete or theory . As a result, program planners aU too o^ 
grapple with critical questions: What emphasis should he given to 
laio«4edfe-enhancing messages at a paitict^ 
How important is the belief in personal efficacy, the idea that one 
has the ability to successfully initiate and sustain changes in behav- 
ior7 Do certain skills need to be acquired? If so, which ones are nx)st 
impoftant? 

The ddopdon of any specific theory of behavior change is not 
being advocated here. In fact, there is no validated model of sexual 
or drug-using behavior change. Program designers should become 
familiar with leading theoretical perspectives. They should diink 
clearly and rigorously about the behaviors to be influenced and the 
factors that might influence them. Witliout insights drawn from these 
dieoretical perspectives, it is highly doubtful that campaigns can 
succeed 

Familiarity with leading theories of risk reduction allows program 
designen to build programs that suppon needed behavioral changes. 
Through experimentation with different approaches with distinct 
populatims, it can nxire quickly be learned which approaches to 
supporting risk reduction are most effective. This is true, however, 
only if variables are carefully specified, measured and analyzed in 
evaluations of these approaches. 

It is easy to misinterpret this appeal for theorizing and evaluation 
as a call for research at the expense of action. Nothing could be more 
antithetical to the experience of San Francisco. Program planners in 
the city put the emphasis on action, on the rapid deployment of 
intervention in an effort to save lives. Creativity and innovation 
were encouraged. There was also, however, a respect for what had 
been learned in other health behavior change efforts and a convic- 
tion that action should be based on the best, most careful and rigor- 
ous thinking possiUe. 

• Understand Why Individuals Continue to Take Risks. 
Within all target audiences, soim individuals successfully adopt 
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new, tower risk behavims and maintain them consistently over time. 
Odien never initiate new behaviors but continue high-rislc practices. 
A tUid grocq> moves back and forth— sometimes practicing lower- 
risk behtvion and sometimes reverting to high-risk behaviors. This 
Aiid froop is critkudly important to the effcnrt to ccmtrol the epi* 
dsmic. It is urgent that program designers understand the distinc* 
tions between those peq[)le who continue to nuuntain adopted be- 
havior changes over the long haul and those who do not^ 

In San Randaco, ongoing surveys have made possible the identi- 
fication of indivkiuals who lapse in their commitment to practice 
only safe behavtors. Within the gay male audience, for exarpple» 
surveys have found that relapse from safe sex seems to be highly 
stnicdned by relatiraship status. Among gay men in stable relation- 
ships, having the same antibody status and ''being in love** were the 
reas(His givra for having unprotected anal intenx>urse. Men not in- 
volved iii such relationships report reasons for having unprotected 
anal intercourse that are mon circumstantial in nature and are not 
derived from the needs associated with a well-defined relationship 
(i.e., bein^ "turned on " the combination of sex with alcohol or 
drugs, not having any condoms available at the time). 

• Use Multiple Tools for Evaluation. 

San Francisco program designers have found it critical to evaluate 
programs and to assess the degree of behavior change. Several dif- 
ferent evaluation techniques have been used to determine the effec- 
tiveness of prevention techniques in the effort to continue to shape 
the scope and directions of HIV prevention programs.^ 

Standard process evaluation techniques have been used to deter- 
mine how many high-risk individuals are being reached, whether 
interventions are efficiendy delivered and the level of client satisf ac- 
don with programs and services. 

Advertising research techniques have been used to determine the 
reach and penetration of campaign messages. Message awareness 
and recall data have been regularly collected. Planners also have 
Gcamined the relationship between message acceptance and attitude 
and behaviOT change. On this score, there is evidence that accep- 
tance of prevention campaign messages has been associated with 
behavior change. 

<JC ^^'^ 109 



The Sm Francisco Response 



Regular knowledge, attitude and behavior studies have been 
conducted amoiig gay and bisexual men, multiple/high-risk partner 
heierotexuals, drug users and members of ethnic groups at hei^tened 
ride of HIV infection. Most of the studies have been conducted on a 
population basis using either telephone or in-person interviewing 
tedmiques. 



SUMMARY 

The strategy for risk reduction in San Francisco was eclectic in 
nature* enqihasizing pragmatic approaches to risk reduction over 
theoretical considerations. Emphasis was placed on developing a 
public health strategy, with considerable latitude given to experiment 
widi intervrations that could result in 'failures.'* Further, considerable 
weight was given to qualitative, focus group data (in which members 
of target pi^ulations were directly interviewed with open-ended 
quetticms) as a means of devising and testing specific prevention 
approaches. 

these reasons, many divergent approaches to behavioral risk 
reduction are represented in the prevention model. Theoretical 
approaches included an amalgamation of standard behavioral 
interventions (raising levels of AIDS health knowledge and concern, 
attempts to raise levels of personal efficacy and attempts to (^iffuse 
risk reduction techniques within the conmiunity) and interventions 
that were nx)re unusual in the public health field (conmiunity 
organizing, social marketing and attempts to induce changes in group 
norais ccmceming risk-taking behaviors). 

As HTV prevention efforts seek to reach populations in otfier 
communities, the San Francisco experience indicates that direct 
community participation, continued use of divergent theoretical 
approdches, reliance on benavioral reseait:h and the use of innovative 
communication mechanisms will be necessary if the spread of HIV 
infection is to be stopped. 
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INTRODUCTION 

Planning is a way for people to think things through, to work 
things through and to get things done. Planning and implen^'^nting 
integrated, community-wide HIV prevention strategics have posed 
problems cities and counties in the United States for several 
reasons. Hrst, there has been no national consensus about what HTV 
prevention approaches and messages should be used to reach differ- 
ent audiences. For the most part, effective working relationships 
have not been formed among federal, state and local levels of gov- 
ernment and with community-based groups and otlier private sector 
groups in teratis of HIV prevention priorities, policies, programs and 
funding. Second, there has been no widescale national demonstra- 
tion program to support the development of comprehensive, com- 
munity-wide HIV prevention strategies. Third, communities them- 
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selves have experienced serious difficulties in building consensus 
for HIV pitvention efforts. Fourth, most conununity experinoents in 
HIV pievention have not been evaluated, and thane is little informa- 
tion to guide communities about what works and what does not work 
widi dififemit populaticMis in halting the spread of HTV infection. 

TUs chapter examines the general response of communities to the 
HIV qridemic, factors influencing community respcmse, stages in 
community respcmae, the lole of community planning in relaticxi to 
HIV prevention, diffeient types of planning for different puiposes 
and 12 basic steps in the planning and implementation process at the 
conununity levd. The chapter concludes with some words about the 
importance of different types of evaluation. 



LEVELS OF COMMUNITY RESPONSE 

Reqxmse to the HIV epidemic has evolved Uuough a "bottoms 
up** ratiier than a ""top down** process of planning, program develop- 
m»t and policy development Cities and counties were die fu^t to 
be challenged to reiq)ond to the epidemic, and they were the first to 
ejqxiriment with different approaches to HIV prevention, care and 
siqyport During 1981 and 1982, nearly 80 percent of all reported 
An>S cases were in six metropolitan areas^New York City, San 
Ftancisco, Los Angeles, Miami, Newark and Houston.^ Faced witii 
rqndly increasing numbers of AIDS cases and fears about die spread 
of tfus new disease, ccmcemed people in some of these areas began, 
in 1983 and 1984, to launch experiments to prevent fiuther HIV 
infecticm anxmg populations most at risk and to defme and develop 
elenmts of a continuum of care and support for people witii AIDS. 
In oAer areas, local leadership was slow to emerge, and response to 
the epidemic lagged behind. 

Local le^nse to the epidemic has resulted ih the development of 
distinct HIV prevention approaches for different populations. Ex- 
anq>les of approaches that began in high-impact conununities and 
are now being used in many communities include: STOP AIDS-type 
imqeca for homoserual/bisexual men; ''soap opera** educational 
videos for Hispanic adults; comic books, fotonovelas and ri^ con- 
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tests for Black and Hispanic teens; innovative peer-based school 
cimicula for teens; bleach education projects using ficmner addicts as 
communis health outreach workers to teach injection drug users to 
flush Aeir weeks; and the use of female peer counseled to reach 
ptrtnefs of injectkm drug users. 

Gonqxehensive, integrated, community-wide HIV previ^tion 
strttegies, however, have been slow in evolving. The Centers for 
IMsease Control (CDC), odier federal agencies, and state and local 
government agencies have funded projects directed toward the de- 
velopment oi school-based projects, projects directed toward ethnic 
minorities, drug abuse-related projects and other crannunity-based 
projects. However, federal and state constraints on the content of 
prevention and education materials and on nontraditional prevention 
^[qnoacbes have hindered conununities in develq>^lg prevention 
programs. Private sectOT support of HIV preventira effoits has in- 
vcrfved both private foundation and con)orate effects. However, in 
most cases, these efforts have not encouraged risk taking in develop- 
ing programs. 

Communities also have faced problems in developing consensus 
and sujqxxrt for HIV prevention efforts. As a result, programs have 
been slow to evolve. The development time from planning and start- 
up to funding and implementation is long, often several years. Evalu- 
ation also continues to be a problem. There is as yet litde evidence 
regarding the effectiveness of specific interventions in specific popu- 
lations. Evaluation of multiple-intervention, community-wide HIV 
preventicMi approaches, even more difficult and costly, has not be- 
gun. 

By 1990 nxire than two dozen major metropolitan areas in the 
United States had been seriously affected by the HIV epidemic/'' The 
impact of die epidemic has intensified shaiply in cities that were the 
original epicenters, and it has expanded to other major metropolitan 
areas, as well as to smaller cities, suburban areas and rural areas. 
Only 40 percent of cumulative reported AIDS cases are now re- 
pa ted from San Francisco and other cities first impacted by the 
epidemic.^ 

More and more communities are now under pressure to plan, 
organize, deliver and develop financing strategies for a broader ar- 
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ray of HIV pitventkHi, cait and support services. As the number of 
penoiis with HIV disease cmtinues to increase, as more people fall 
ill and as Ae clinical management of HIV infection shifts further 
toward early intervention, localities are being faced with a coaq[)lex 
task. Thb task is to integrate public health services (e.g. , HIV testing 
MdooiinseliQg) widi educatim programs (e^g., peer-based and odier 
HIV prevention efforts), personal health services (e.g., diagnostic 
tesdm and monitoring, prinuffy caie services and drug treatmrat), 
social services, home- and community-based services, ouQMtient 
substance abuse treatment services, residential caie (e.g., substance 
abuse a M mental health) and housing. Oties and counties will likely 
continue to be die planners and program developers of first and last 
resort in die HIV q>idemic. 



FACTORS THAT INFLUENCE COMMUNITY RESPONSE 

A number of factors influence community response to the HIV 
epidemic. It is important to understand how these factors interact in 
shaping a conmiuniry*s response, particularly in terms of the 
community *s readiness and capacity to develop HIV prevention strate- 
gies. 

The general factors influencing conununity response are: 

• the perceived magnitude and seriousness of the HIV epidemic 
in the conununity, including the cumulative number of replied AIDS 
cases, the number of AIDS deaths and seroprcvalence rates in differ- 
ent populations; 

• the peculations most affected by HIV disease and the popula- 
tions at risk of HIV infection; 

• the modes of transmission of HIV infection; 

• die availability, or lack of availability, of effective HIV preven- 
tion interventions and effective treatments for HIV disease; 

• the cost of HTV prevention interventions, as well as the costs of 
treatment, care and support for persons with HIV disease; 

• die role of government agencies, including intergovernmental 
relations (i.e«, the relationship of federal, state, county and municipal 
levels 61 government) and the relationship of the public sector to the 
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private lector, particularly the nonprofit voluntary sector, in terms of 
priority lettinst pc^cy development and resource allocation for HIV 
preveotioiit tnatment, care aiKl suf^^ 

• die eooDomic health of the community; 

• die social healdi of die comnuinityt particularly its response to 
odwremeifeiicieSt crises and social and health problems; and 

• pabUc attitudea, beliefs and biases about HIV disease and die 
poapi^ moft affected by die disease. 

A mifjor fiictor influencing community response to the HIV epi- 
demic is die role played by county and municipal govemn^ent, par- 
tiddariy the leadership role of elected ofHcisds and public health 
(rffidaU. Odier significant factcm include the leadership roles of 
healdi care professionals and healdi education specialists and indi- 
viduals and groups most direcdy affected by the epidemic, including 
pericms widi AIDS and persons at risk of HIV infection, gay and 
lesbian advocacy and service organizations and ethnic minority 
advocacy and service organizations. Still other factors include the 
^edfic roles played by odiers in the private sector, including busi- 
nesses, churches and synagogues, conmiunity ser/ice organizations, 
jnivate foundations and die media. The abundance or lack of com- 
munity resources and services, including healdi and human service 
agoicies and schools, colleges and universities, will also affect 
community response. Finally, the presence or absence of functional 
fofums for cmnmunity-wide priority setting, problem solving and 
planning related to healdi and sociid problems, including bodi die 
public and private sectors, will affect response. 



STAGES IN COMMUNITY RESPONSE 

Community response to the HIV epidemic often proceeds in stages. 
These stages can be compared to some of the stages observed in 
individuals* responses to their own HIV infection. For example, 
Elisabeth Kubler-Ross and others have described several distinct 
stages in the response of penons to their knowledge that they have 
been infected and to their experience of living — and dying — with 
HIV disease. These stages include denial and isolation, anger, bar- 
id 
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gaming, dqmssion and %>cceptance.^ 

In observing communities, four stages of response can be identi- 
fied. Stage 1, the initial response, is denial. Stage 2 is characterized 
by struggle and sometimes panic. Stage 3 signals a move toward 
aocqHanoe and coping. Stage 4 signals ^'relapse" and return to 
strode. Not all communities go through all stages. Nor do commu- 
nities necessarily go through tl^ stages in a strict linear fashion, 
proceeding from one stage to the next over specific and predictable 
time periods. 

Stage 1: Denial 

This stage is characterized by widespread lack of community 
awareness or community agreement that the HTV epidemic is a 
community probleoL During this stage, there are initial attentats, 
usually d arelatively few individuals— public health leaders, health 
imrfbssicmals, members of the gay and lesbian community, members 
oi etimic communities, business or religious leaders, political lead- 
ers or those in the media— to raise the visibility of HIV disease in the 
community. Service components may begin to be developed and 
services provided, but they are insufficient to meet growing needs. 
Caft, treatment and suppcnt services are usually develc^)ed before 
HIV prevention programs, because the demand for these services is 
more apparent and more readily justified. Also, tfiere are usually 
fewer value ccmflicts among community members about how to 
proceed witfi developing and providing tfiese services. Service and 
advocacy groups, often with a volunteer base and supported by pri- 
vate donations, may emerge to try to fill service gaps in some com- 
munities. In other communities, no such efforts may arise. This 
stage, which is usually difficult, may also be prolonged, lasting sev- 
eral years. 

Stage 2: Struggle 

This stage is characterized by continuing attempts to raise the 
visibility of HIV disease as a community issue and to validate or to 
legitimize HIV disease as a community problem requiring the 
allocaticm of local public resources or a search for public or private 
resources outside the community. The decision to allocate local 
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resources is usually a turning point in the community's response to 
Ae cfidcadc. The decision to seek public or private resources outside 
the community from the CDC, the Healtfi Resources and Services 
Administratim, state agencies or a private foundation also represents 
an important trigger point in community response. This is especially 
true a Request For Ptqposal (RFP) has been issued, asking the 
community to reqxHid by developing a plan of action for a pilot 
project or community-wi(te demonstration project. This ''caiTOt'' noay 
enhance cooperation anxmg groups in the community. It also may 
create hostility as public and private agencies vie among themselves 
for control of the planning process and for control of specific arenas 
of activity and (k>llars. 

This [^lase is usually marieed by confrontations, often hostile and 
polarizing, among public sector agencies and between public and 
private sector groups, particulariy advocacy groups, about issues of 
reqxmsibiUty for growing problems and needs related to the epi- 
demic. At this time, there are initial attempts to assess needs and to 
inventory resources. Again, this stage may last a considerable time, 
sometimes several years. During this stage, the epidemic frequendy 
gets ahead of the conmiunity response in terms of numbors and 
needs. Again, HIV prevention and education efforts may lose out to 
care, treatment and support services in terms of the allocation of 
resources. 

Stage 3: Acceptance and Coping 

This stage is characterized by community "ownership" of HIV 
disease as a legitimate community problem. There are more system- 
atic attempts to assess needs and to plan, organize, develop and 
provide a more complete continuum of HIV prevention, care and 
support services. There are also conscious attempts to develop a 
service delivery system, as well to develop at least a short-term 
financing strategy to support different service components. There 
also may be calls for research and for evaluation of pilot programs or 
demonstration programs launched eariier. Strong public health and 
medical and nursing leadership appear to be essential ingredients in 
this process, as does die involvement of persons with AIDS and 
persms at risk of HTV infection. The degree of cooperation between 
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pisblic and private sector groups during all stages of a community's 
ieq)oase, but especially during this stage, is another critical factCMr in 
the models of HIV prevention, care and support developed, the 
comprehensiveness of the system and the approach to financing serv- 
ices* There are different levels of coping, some more successful than 
others and scxne more future oriented than others. 

Stage 4: Relapse 

Qmununities can slip back from a coping stage into a struggle 
stage because of increasing AIDS cases in the face of decreasing 
resources, and because of competing community health and social 
problems and increased competition for resources. All of the charac- 
teristics of the struggle stage may be reactivated during the relapse 
stage, including hostile and polarizing confrontations about relative 
needs, re^nsibilities and resource allocations. Blame laying and 
finger pointing, especially at other levels of government, are com- 
mon. Groups advocating for other causes and concerns are often 
pitted against AIDS advocacy groups and against local government 
officials supporting AIDS programs and funding. Groups supporting 
HIV preventicM) and education efforts also may be pined against 
groups supporting HIV care, treatment and support services. There 
may well be more insistent calls for research and evaluation related 
to HIV prevention to determine whether what has been done is really 
working. 

Looldng back over the first decade of the HIV epidemic, it appears 
that an unplanned, haphazard political response is generated when 
AIDS concerns are raised in a given conmiunity. First, activists try 
to alert the community about the health threat. Second, factions 
within the public or private sectors respond by applying political 
pressure and by mobilizing resources without widespread community 
input or a formal planning process. Third, experiments, including 
pilot and demonstration projects, are proposed, attempted and 
sometimes funded by government or private sources. Fourth, there is 
a call for evaluation and research. Fifth, programs are refined "nd 
further developed with or without the benefit of information gained 
from evaluation. Sixth, policies arc developed and comprehensive 
conmiunity planning is finally initiated. This process has repeated 
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itself in many communities in relation to the HIV epidemic. 
Cofumunities affected later in the epidemic appear to be reliving the 
experience of communities first affected by the epidemic. 

DEVELOPING STRATEGIES: THE ROLE OF PLANNING 

CoDununity planning is an activity that involves exploring the 
majOT value systems of a conmiunity, finding out how these values 
shape a community's concerns, discovering what the community 
regards as problems and then clarifying what the community has 
available and will accept in terms of solutions for the problems it 
identifies. For example, a community may identify the spread of 
HIV infection as a problem. A majority of people in the conmiunity 
also may understand that there are dear-cut epidemiologic path- 
ways, such as the role of sexual behavior and injection drug use in 
the transmission of HIV infection, that point the way to interven- 
tions that might help solve the problem. However, effective inter- 
ventions to change sexual behavior or drug-using behavior may not 
be available because they have not yet been developed and tested or 
because they may ne t be acceptable to many groups in the commu- 
nity. 

In a democracy, diversity in values, and occasionally even serious 
conflict in values, is to be expected. The political adjustment of 
major value disagreements among groups is a critical feature of a 
reasonably functioning community, state or nation in a democratic 
society. Therefore, seeking to encourage the respectful engagement 
of people with different values in identifying problems and in pro- 
posing potential solutions to problems is a major consideration of 
conununity planning. 

G>mmunity planning must take into account four basic tenets: 

• Each community has distinctive features that characterize the 
nature of a problem, for example, the spread of HIV infection. 

• No two communities have the same array of involved individu- 
als or groups. 

• Demographic and epidemiologic data are necessary to clarify 
the nature of the problem, but other information, including ethno- 
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grq>hic information, information about other attempts to change 
individual behaviOT and community norms and information about 
community dynamics, also is necessary. 

• A high level of political awareness is the key to planning that 
has as its goal community*legitimated action that effectively solves 
die problem tackled. 

Different types of planning can be used by communities for dif- 
feitnt purposes, as communities proceed from developing broad 
pdicy goals to implementing specific programs related to HIV pre- 
venti(Mi and education.^ 

Policy Planning 

The purpose of policy planning is to answer the question: What 
should we do? At this level, planning is goal oriented. People are 
trying to figure out in a broad sense how to respond to a problem. 
Often, they are trying to create new interventions in response to a 
new problem, such as the spread of HIV infection. Here technical 
inf(»inati(Mi, such as demographic, epidemiologic, health systems, 
health manpower and cost daia, is helpful in describing the nature 
and extent of the problem, as well as some of the potential solutions. 
Informati(m about the groups most affected by the problem and their 
views about how to deal with the problem is essential. For example, 
convening focus groups of gay men or injection drug users to discuss 
the spread of HIV infection and ways to stop it is a necessary first 
step in developing HTV prevention strategies directed toward these 
groups. It is also important to have information about how institu- 
tions in the community are organized to respond, how the system 
works and does not work and who does what. It helps too, to know 
what other people are doing to solve the probleno— for example, 
what HTV prevention interventions are being tried in different po^^u- 
lations by people in other communities. The outcome of this type of 
planning is often a statement of goals or priorities and recommenda- 
tions about how they should be met. 

Strategic Planning 

The purpose of strategic planning is to answer the question: What 
can we do? At this level, planning is objective oriented. People are 
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trying to develop specific objectives related to their goals and to 
explore different strategies for achieving them. For example, a ma- 
jor objective of HIV prevention and education efforts may be to 
reduce rates of new infection in specific target populations. Here, 
infomiation about opportunities and constraints, costs and benefits 
and efficiency and effectiveness, including cost effectiveness, of 
different interventions is critical. Information from evaluations of 
different HIV prevention interventions in different populations in 
achieving specific objectives is invaluable. 

Tactical, Operational or Implementation Planning 

The purpose of this type of planning is to answer the question: 
What will we do? At this level, planning is action oriented. People 
decide not only what they will do, but also how they will do it, who 
will do it, when it will be done, how much it will cost and how to 
measure, monitor and evaluate the results. Here, tasks, methods and 
procedures, responsibilities, timelines, costs, anticipated effects or 
outcomes and nK>nitoring and evaluation are laid out. 

One of the major challenges of planning at all levels is to build as 
broad a consensus as possible in the conununity. Without some 
degree of consensus about the nature and extent of the problem and 
what to do about it, no plan will work. To build consensus, represen- 
tatives of all groups that are affected by the problem — that have a 
stake in the problen>— and that will have responsibility for solving it 
must be invited and involved, at some point, to participate in the 
planning process. 

Since individual behavior change and changes in community norms 
of behavior are critical to HIV prevention efforts, persons who are 
HIV-infected, persons at risk of infection and groups serving per- 
sons with HTV infection must be involved from the start in all levels 
of the community planning process. As it becomes clear that other 
groups will have a role to play in determining the extent of the 
problem and potential solutions, they, too, must be included in the 
planning process. 
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COMMUNITY PLANNING: TWELVE BASIC STEPS 

1. Convene a preplanning HIV focus group. This group should 
include six to ten people who are known to be well informed about 
HTV disease. The expertise of the group should encompass: (a) epi- 
demiologic knowledge and skills; (b) political skills; (c) clinical 
skills related to preventing, diagnosing and treating HTV infection; 
(d) behavioral and social science skills; (e) community organizing 
skills; (f) persons with HIV infection or persons at risk of HIV 
infection; (g) representatives of local AIDS service or education 
organizations; and (h) a person with formal planning skills in com- 
munity process settings. The group should include people of differ- 
ent racial/edinic, socioeconomic and religious backgrounds, as well 
as peq>le of different sexual orientations and gender.* 

2. Engage the preplanning HIV focus group in an analysis of the 
problem-4he spread of HIV infection in the community. The first 
task of the group is to describe the nature and scope of the problem 
in the conmiunity, including precursors to the problem and conse- 
quences of the problem. 

3- Ask the preplanning HIV focus group to "invent" potentially 
useful interventions to prevent the spread of HIV infection in the 
commumty. The second task of the group is to brainstorm what 
might be done about the problem by coming up vith as many ways 
as possible \o block the spread of HIV. 

4. Give the preplanning HIV focus group the assignment of rank- 
ing potentially useful interventions according to their effectiveness 
and technical and political feasibility. The third task of the group is 
to prioritize interventions in terms of their potential effectiveness in 
preventing the spread of HIV infection in the community and their 
technical feasibility. The group should then consider how to gamer 
coimnunity consensus in support of its top proposals. 

5. Establish an HIV Prevention Planning Task Force to develop 
apri rity list of interventions for the community. Broad-based, com- 
munity-wide task forces have been used effectively by many com- 
munities to set priorities, to develop plans of action and to achieve 

* For a mon oomplete discustion of community health planning tee H.L Blum, Pianningfor Htaitk, 
HunMBSdenoeiPre^ 1989. eipecially 225-262. 
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consensus in the community about developing HIV prevention, care 
and suppcKt services. Task forces are often established by mayon* 
offices or by county conunissioners or boards of supervisors. The 
task fierce should be inclusive, rather than exclusive, in its member- 
ship. It can include as few as 25 members or as n^y as ISO mem- 
bers oisanized into special task force work groups. 

The HTV Prevention banning Task Force membership should 
include: (a) astute "bridgers/' including community organizers, 
respected conununity leaders and political, business and religious 
leaders; (b) experts in epidemiology, clinical medicine, nursing, 
behavioral medicine, substance abuse, social work, public healtfi 
administration, health economics and health policy, and planning; 
(c) special stakeholders, including persons with HIV disease and 
persons with HIV infection, members of ethnic groups, members of 
gay and lesbian advocacy and service organizations and members of 
AIDS service and education organizations; (d) government agencies 
(federal, state and local) involved in policy setting, program 
administration, financing and regulation (the mayor's office, the 
departments of health, human services, education, police, criminal 
justice); and (e) private sector agencies with special interests, 
including insurers, health maintenance organizations, hospitals and 
private foundations. 

The work tasks of the HIV Prevention Planning Task Force should 
parallel the woric tasks of the preplanning HTV focus group. How- 
ever, the task force win explore the problem and potential interven- 
tions in more depth. 

Each of the interventions that the HIV Prevention Planning Task 
Force membership feels is worth exploring should be assigned to a 
task force work group that is authorized to obtain whatever commu- 
nity and expert guidance it feels is needed to determine the feasibil- 
ity of a given intervention. 

The following criteria can be used to prioritize interventions: (a) 
benefits (e.g., numbers avoiding infection, probable savings in lives, 
productivity, costs of care); (b) costs directly incurred in carrying 
out the HIV prevention intervention; (c) who gains and who loses in 
terms of dollars or illness; (d) availability of technology to carry out 
the intervention; (e) social concerns of community met or violated; 
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tod (0 pcriitical feasibility. 

6. Encourage broad-based collaboration in the design of HIV 
prevention interventions. Different groups in the conimunity have 
(tiffefent skills and experience to bring to the table when pJot proj- 
ects reach the design stage ot the nuts and bolts stage. University and 
conmuni^-based scientists knowledgeable about HTV infection, 
including qridemiologists and behavioral and social scientists, can 
be invaluable in helping to ccmstma projects with specific objec- 
tives that can be measured, monitored and evaluated. Health educa- 
tors woridng in departments of health and conununity-based organi- 
zations have practical experience in designing and implementing 
programs from the point of view of the specific tasks involved in 
reaching target populations and encouraging their participation. 
Ccxnmunity leaders will know whether programs will be accepted or 
rejected by specific populations. State and federal health officials, as 
well as private and corporate foundation program of ficen, will know 
if the proposed project fits current program and funding guidelines. 

7. Seek funding to implement interventions, beginning with pilot 
projects and demonstrations. When dealing with a new or complex 
pro4)lem, there is simply no way to be sure that a proposed interven- 
tion will w<»k. The only thing to do is to try it— to conduct a small- 
scale pilot project or a demonstration project. The search to obtain 
start-up funds for such projects should begin close to home. Local 
departments of health and private and corporate foundations with a 
community, regional or statewide focus are logical sources of fund- 
ing for such projects. Turnaround time from proposal to funding is 
umlly short, and proposal guidelines are often simple and easy to 
foltow. 

State departments of health, the CDC and the Office of Substance 
Abuse Prevention of the federal Alcohol, Drug Abuse and Mental 
Health Administration are other possible sources of funding, as arc 
private and corporate foundations with a national focus. Foundation 
Centers, Funders Concerned about AIDS, the National AIDS Clear- 
inghouse, the American Foundation for AIDS Research, local of- 
fices of state legislators and members of the U.S. Congress often can 
provide information about private and public sources of funding for 
HIV-related projects. 
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Do not be discouraged by initial failure to obtain funding for 
inx)jects. Do what you can to set preliminary stages of the project in 
motion with volunteer effort and contributed resources. Learn what 
you can to strengthen the specific aims of the project and methods 
for adiieving those aims. Document what you have learned, sharpen 
die project's focus, and try again. 

8. Monitor and evaluate the results of the intervention. No proj- 
ect, however small, should be planned, designed and implemented 
widxMit a plan to monitor and evaluate the project's results. Always 
enlist the help of persons trained in different evaluation methods to 
help plan, design and implement HIV prevention projects. 

9. Give feedback to the community. Pilot projects and demonstra- 
ticm projects are most often launched with the enthusiastic support of 
a number of groups and institutions in the community. Just as often, 
news of the results of these projects fails to reach the very people 
who would most benefit firohi the information. People responsible 
for launching a project also have a responsibility to provide feed- 
back regarding the project, not only at its end but also over its course. 
News releases, newsletters and special bulletins about the project's 
progress are good ways to keep people informed. Publication of 
research and evaluation findings in widely circulated, peer-reviewed 
journals is essential if projects are to be replicated by other conmiu- 
nities and states. The publications are also are helpful in informing 
policymakers at the federal, state and local levels of govemnient. 

10. Get feedback from the community. A pilot or demonstration 
project may have been successful in achieving some of its objectives 
and a dismal failure in achieving other objectives. Feedback from 
people involved in the project, including project participants, trained 
evaluatofs and funding agencies, is invaluable in retooling project 
objectives or specific aspects of interventions. 

1 1 . Refine interventions and seek funding to expand pilot programs 
and demonstrations to full-scale projects. The next step in creating a 
community-wide lUV prevention efl^/rt is to learn ftom what has 
worked — or not worked— in pilot and demonstration projects and to 
move toward the development of more comprehensive programs. 
Some caveats are in order. First, what worked in one population may 
not work in another population. Second, what worked at one point in 
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the epidemic may not be appropriate at another point. The needs of 
target pc^uhtions and the (timensions of the epidemic change over 
time. The growing importance of early intervention in HTV disease 
is i good txBsnplt of a majOT change in the epidemic that requires 
new links among prevention, care, and support services. Third, be 
thoughtful and persistent and plan for long-term HIV efforts that are 
integrated with other disease prevention, health prevention and 
primary healdi care programs in the community. The HIV epidemic 
is not going to end tomorrow. In fact, if the spread of HIV infection 
is to be substantially curtailed, HIV prevention efforts will need to 
continue with stable sources of public and private sector funding. 

12. Continue to experiment. New groups, particularly children 
and youth, will need to be reached with new HIV approaches and 
messages as the epidemic continues. There is a great and continuing 
need for innovative approaches that address sexual and drug-taking 
behaviors that put young people at risk of HIV infection. There is 
also a need for innovative approaches in populations such as gay and 
bisexual men, who have already been reached with ini^^al HIV pre- 
vention and education messages but who are experiencing difficulties 
in sustaining behavior change over the long term. Without continued 
experimentatir —and evaluation — at the community level, the 
challenge of p eventing the spread of HIV infection will not be met. 



THE IMPORTANCE OF EVALUATION 

Evaluation is a systemic process that produces a trustworthy ac- 
count of what was attempted and why. Through the examination of 
results — the outcomes of intervention programs — it answers the 
questions: What was done? To whom and how? and What outcomes 
were observed? Well-designed evalu:irions permit drawing infer- 
ences from data and address the difficult question: What do the 
outcomes mean? Well-executed evaluations provide credible infor- 
mation about program effectiveness.^ 

There are many aspects or versions of evaluation. Some of the 
more useful types of evaluation arc reviewed below. 

Formative evaluation: This is the first effort at evaluation. It oc- 
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curs after program design but before implementation of a program. 
Fbnnative evaluations are relatively small-scale efforts to identify 
evaluation issues before a program is implemented. Exanqiles of 
strategies to be used here are interviews^ focus groups^ surveys and 
pilot studies of interventions. For example^ in formulating a program 
to reduce HTV-rclated high-risk behavior among adolescents, the 
program developers might want to conduct surveys to determine 
what kinds of behaviors adolescents engage in frequently, which 
liity prefer and the determinants of both. Program developers also 
might want to conduct focus groups and interviews with selected 
adolescents to determine their individual preferences and also their 
ideas about program formats. A program might be developed and 
pilot tests conducted before final implenientation. The pilot test would * 
not require that a rigorous evaluation be conducted. Rather, addi- 
tional interviews or surveys of the adolescents might be conducted 
to collect ideas about how to modify the program to make it more 
suitable for the audience. 

Process evaluation: This step occurs as the program is being 
implemented. It seeks to answer the questions: What was done? To 
whom? How? Process evaluation is carried out to insure that goals 
aiKi objectives are being met The process evaluation of an advertis- 
ing campaign, for example, may help to determine how nmny mes- 
sages were delivered via which media and how many people may 
have been aware of or may have actually read these messages. Proc- 
ess evaluation may contribute information necessary to redevelop 
delivery strategies to retrack program objectives as the epidemic 
changes. Process evaluation is important but not sufficient because, 
while it can help to determine what was done, it cannot determine 
the impact achieved by any specific program or campaign. 

Outcome evaluation: This form of evaluation is designed to iden- 
tify the effectiveness and consequences of the program. Outcome 
evaluation tries to answer the questions: What outcomes were ob- 
served? What do the outcomes mean? Do the outcomes make a 
difference? Questions also can be asked about the potential harmful 
effects of programs. It is important in outcome evaluation to pay 
close attention to scientific principles about the measurement of 
outcomes, as well as to strategies for improving the designs of such 



ERIC 



■J 46 129 



HIV Preveniion in Your Community 



evaluations. Of course, evaluators have to be alert to the presence of 
other fbfces acting at the same time that might account for the evi* 
dent success or failure of the intervention (e.g., new cases mighr be 
occurring as frequently as ever not as a result of the intervention's 
failure* but because of heavy inunigration of people with HIV dis* 
ease into an area). 



SUMMARY 

Conununities have experienced serious problems in planning and 
implementing integrated, conununity-wide HIV prevention strate- 
gies. Many of these problems stem from the lack of consensus about 
what HIV prevention approaches and niessages should be used to 
reach difTerent audiences and the lack of effective working relation- 
ships among different levels of government (federal, state, county 
and municipal) and private sector groups. Other problems stem from 
the lack of evaluation of conununity experiments in HIV prevention 
and the lack of information about what works and what does not 
work with different populations in halting the spread of HIV infec- 
tion. Programs have been developed and launched ever the course of 
the epidemic in an unplanned and haphazard way in an environment 
characterized by sharp and highly politicized conflicts. 

Comprehensive community planning involves a broad array of 
individuals, groups and institutions with diverse skills and 
responsibilities working together to prioritize, design, implement 
and evaluate HTV prevention interventions. Collaborative planning 
efforts centered on problem identification, problem analysis and 
problem solving help to uncover value conflicts among groups and 
institutions and to build conununity-wide consensus about potentially 
useful interventions that may first be developed as pilot or 
demonstration projects and then as wider-scale programs. 

Evaluation of community experiments in HIV prevention and 
education is a key to the development and diffusion of specific 
interventions for specific target populations. An adequately funded, 
widescale national denx>nstration program designed to support the 
development and evaluation of comprehensive, integrated, 
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community-wide HIV prevention strategies is critically needed. 
Gofmnunity HIV prevention strategies will need to be supported 
over the long term by a stable base of public and private funding, 
such as that provided for hyperten^^'on control and other successful 
disease prevention efforts. Conununity HIV prevention efforts will 
also need to be integrated into other disease prevention, health 
pronx>tion and primary care programs at the local level. 
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To stop AIDS is to build community. 

It has been said that disease is a breakdown of community and ttiat 
the cure lies in the strengthening of community. San Francisco's 
strategy in the HTV epidemic has been just that: to build communi- 
ties when they did not exist, to bolster communities when they needed 
to be strengthened. 

At a recent organizing conference, a leading Black health educator 
framed the challenge: "We want U) provide education and i^iformation 
that wiU empower Black women to take control of their booie: and 
to become involved in a movement that helps to prevent the spread 
of AIDS.... It is critical that [San Francisco] Bay Area Black females, 
young ones in particular, become politically mobilized around AIDS." 

As the second decade of the HIV epidemic arrives, HIV prevention 
remains a community-based movement. Efforts in San Francisco 
and elsewhere will continue to require bold challenges to prevailing 
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social and group norms that would prevent our talking about such 
matters as anal sex and (»ral sex, cleaning and exchanging needles, as 
well as about condoms for the incarcerated oc for teens. Public conflict 
about strategies and policies is still welcomed in San Francisco as a 
way to engage die entire population in a debate about HTV prevention 
efforts* Our partnerships with business and church leaders, with the 
tijedia and with politicians and public health officials arc as crucial 
as ever to funding our wc»ic and developing our strategies. 

Our work in die 1990s continues to be fueled by the enduring 
passion and determination that comes from the realization that lives 
are at stake. Some policymakers and public health leaders have pro- 
claimed that the epidemic has peaked; diey are wrong. New infec- 
tions and more and more deaths will be seen in every comer of this 
nation for the foreseeable future. We cannot rest yet. This ''call to 
action** lays out five challenges for communities in the 1990s in 
responding to the HIV epidemic. These challenges include: (1) 
community organizing; (2) risk taking; (3) embracing conflict; (4) 
building partnerships; and (5) building leadership for coalitions. 



COMMUNITY ORGANIZING 

The history of HIV prevention in San Francisco started with 
organizing in the gay community. Incorporated in 1982 as the Bay 
Area's fu^t community*based k\DS organization, the San Francisco 
AIDS Foundation, as it soon became known, evolved from an earlier 
coalition of gay activists and physicians who had been alarmed by a 
rare cancer, Kaposi's sarcoma, that appeared to be striking clusters 
of gay men. These men and women — some with training in health 
education, most without— collected the sketchy data available, estab- 
lished an information hotline and began printing brochures directed 
at gay n ^ The Foundation's first information sheet consisted of 
the '10 Facts ^ . jout AIDS." Nearly ten years later, the Foundation 
nudntains a 48-volume AIDS encyclopedia for use by staff and 
volunteers. 

Over time, what happened was relatively simple: a community 
educated itself to save lives. As funding became available, preven- 
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don campaigns were mounted, using billboards and newspapers and 
brochures. Community forums were cnrganized. Condoms were dis- 
tributed in ban and on street comers. The rate of new HIV infections 
anx>ng gay men in San Francisco dropped from 18 percent in 1982- 
84 to S percent during the first half of 1985 and to less than 3 percent 
in 198'). Similarly, sharp declines in cases of rectal gonorrhea and 
syphilid among gay men also have been documented. 

Likewise, in 1986 San Francisco's Black and Hispanic communi- 
ties began virganizing to educate their own members about the risk of 
HTV infection. Examples of the culturally relevant education tools 
that have come from within these communities include a Hispanic 
soap opera produced by the Latino AIDS Project and an AIDS rap 
contest for Black high school students conducted by the Bayview- 
Hunters Point Foundation, a Black community service agency, and 
the Department of Public Health. These efforts, conceptualized and 
implemented by members of the affected communities, have brought 
the messages of risk and risk reduction to individuals once con- 
vinced MDS was a disease of gay White men alone. 



RISK TAKING 

AIDS educators in all communities who charge forward with pre- 
vention r ynpaigns find themselves quickly att • :kcd for violating 
prevailing social norms relating to homosexuality in particular, sex 
in general, and the treatment of drug users. Norms must be chal- 
lenged to get appropriate prevention messages into the hands of the 
people who need them. Often this entails taking risks and facing 
challenges. 

When those social norms are codified in government regulations, 
the stakes become even higher. Fo: example, the Office of AIDS of 
the California Department of Health Services, undl changes were 
made in 1989, banned the use of the words "condom" and "bleach" 
and "anal sex** in any material paid for with its monies. This state- 
engineered censorship forced HIV program administrators in smaller 
counties throughout California — programs funded almost entirely 
through state contracts — cither to forego disseminating certain mes- 
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sages m to begin private fundraising to buy or to produce brochures 
using the accepted slang of their audiences. 

Even in San Francisco, there has been resistance by local govern- 
ment to some innovations in marketing risk reduction messages. A 
condom poster aimed specifically at gay men and depicting a single 
male nude was opposed by the city's health department as likely to 
incite a conservative backlash in the city. After two years in circula- 
tion, no such backlash has occurred. Rather the poster, through its 
mgoing distribution in gay communities around the globe, has helped 
keep the condom message current for gay men in many nations. 

Meanwhile, a San Francisco campaign to reach injection drug 
users was another education effort surrounded by controversy. Known 
as the "^Bleachman" campaign, this prevention effort was designed 
to get needle users to clean their shooting apparatus with bleach. 
Some high level public officials and community leaders saw the 
canq>aign as promoting drug use. Data from precampaign focus group 
testing of the material did not support this fear, however. Scientific 
sampling after the campaign verified Bleachman's success in selling 
the bleach message to the targeted audiences. Eighty-nine percent of 
persons interviewed in a survey said they had heard of Bleachman; 
88 percent claimed they were now more likely to flush their needles 
with bleach. 

In both these campaigns, battles had to be fought to get life-saving 
messages into production and out to constituents. The fight over the 
propriety of the condom poster stretched over several meetings in- 
volving city funders and San Francisco AIDS Foundation staff. Af- 
ter little progress, the city's top health official was confronted and 
told the poster was crucial to prevention efforts among San Francisco's 
gay men. The Foundation was set on publishing it without his ap- 
proval. The official relented. And the lesson is clear: AIDS educa- 
tors must be prepared to push social norms and community leaders 
to new limits in order to stop the spread of HIV infection. 



EMBRACING CONFLICT 
San Francisco AIDS Foundation staff also have learned to em- 
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brace public controversies as powerful prevention tools. For instance, 
the first time safe sex messages blanketed the headlines and air- 
waves in San Rancisco came during the 1984 fight to close the 
city's bathhouses. For two years, AIDS activists had been struggling 
to get their prevention messages into the mainstream media and 
were in the midst of planning their latest attempt, an AIDS aware- 
ness week, when the bathhouse controversy erupted. 

In short time, San Franciscans got a lively education on the sexual 
transmission of AIDS as the bathht use debate aired night after night 
on local news broadcasts. In the er.d, public conflict over HIV pre- 
vention strategies was used to gamer the media spotlight to lend 
support to educational efforts. 



BUILDING PARTNERSHIPS 

San Franciscans also have found that it is crucial to have partner- 
ships with powerful and influential individuals and institutions in 
place when controversies erupt. A particularly productive media 
partnership for the San Francisco AIDS Foundation grew out of an 
early conflict over the question of risk of HIV infection to hetero- 
sexuals. In an editorial, a San Francisco newspaper questioned the 
reliability of a Foundation-sponsored survey of the sexual practices 
of the city's single heterosexuals. The Foundation had concluded 
that a major portion of the survey respondents were putting them- 
selves at risk for HIV infection through unprotec:ed sex with mul- 
tiple partners. The editorial charged the conclusion was not true, that 
it was a manipulation by "homosexual activists" to gain sympatliy 
for their cause. 

The Foundation demanded a meeting with the editorial board and 
presented its evidence. Having been persuaded, the newspaper agreed 
to run stories highlighting HIV infection risks for heterosexuals. 
Three months later, the U.S. Surgeon General released his first re- 
port on AIDS, which made the same assertions as the Foundation's 
earlier report. The myth of AIDS as a "gay disease" was finally 
being shattered, and the Foundation had formed a productive rela- 
tionship with a newspaper staff that continues to the present 
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A second arena for paitnerships, one that can attract both dollars 
and credibility for groundbreaking prevention efforts, is the business 
ccmununity. In San Francisco, initial partnerships with a corporate 
coalition provided entree to the San Francisco AIDS Foundation for 
HIV education programs in the workplace. There was need both for 
fear reduction among coworkers of persons diagnosed with AIDS 
and for general prevention messages. This partnership produced a 
print and video instructional package, An Epidemic of Fear: AIDS in 
the Workplace, that has been sold to more than 2,000 corporations 
nationwide. Purchasers have included United Airlines* Apple Com- 
puter, GTE Sprint and the Hewlett-Packard Company. 

Because of the good working relationships forged in this initial 
joint venture, business leaders began to give monies to varied pre- 
vention projects of the Foundation. These business leaders formed a 
corporate advisory bodj lo the Foundation in 1988. Among its other 
contributions, the group was able to generate significant ''down- 
town" dollars to 'Oppose and defeat the counterproductive AIDS 
reporting initiatives on the 1988 California state ballot — the first 
time most of these enterprises had given time or funds to any AIDS- 
related political campaign. 

None of the partnerships described here, none of the initial organ- 
izing and littie of the ongoing HIV prevention work goes easily. 
Passions run high. Strongly held values clash. Taking power to save 
lives often requires bitter battles. Success only seems to lead to the 
next challenge. 



BUILDING LEADERSHIP FOR COALITIONS 

Broad-based leadership in overcoming these challenges or barri- 
ers is essential. In San Francisco, the Department of Public Health, 
in designing its initial responses to the emerging epidemic, sought to 
provide leadership in building coalitions with organizations, first in 
the gay conrununity and later in the ethnic communities. With the 
backing of the city's elected officials and with its established paths 
to local, state and federal public health dollars, the health department 
was best equipped to forge and coordinate the necessary coalitions. 
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In locales where public health agencies have failed to take the lead 
in the AIDS fight, organizing is more difficult. Instead of attempted 
coofdination among community-based groups, competition for turf 
and mmey is the rule. Where public health leadership is lacking, it is 
inqxinant that c(»nmunity organizers lobby their elected leaders- 
be diey mayors, city council members or county supervisors — ^to 
facilitate their health departments becoming local leaders in the fight 
against HIV disease and to assist government entities in forming 
partnerships with community-based organizations. 

Building effective coalitions also requires confronting racism, 
homc^hobia and sexism. In San FrancI:co, this has meant White gay 
men tackling their own racism, members of ethnic groups looking at 
their rejection of homosexuality, and all groups and communities 
seeking to understand the special problems of women with HIV 
infection. Communities also have had to come to terms with sub- 
stance use among their own, as more drug treatment options are 
called for, in addition to the distribution of needles and bleach, to 
save drug users' lives. 

As the stereotypes and prejudices that keep groups apart are over- 
come, coalitions will form across affected communities to build a 
stronger political voice for the resources needed in HIV prevention 
campaigns. Those who control the funds, be they government, busi- 
ness or private donors, are better approached with a unified and 
broad-based appeal for help. 



CONCLUSION 

In San Francisco, HIV prevention started with a small band of 
storefront activists and concerned doctors. We built our power from 
the ground up. We\e taken on allies where we could find them. 
We*ve struggled to be ever more inclusive, to break through barriers 
and bigotry as we encountered them. We have built leadership, we 
have built power, we have built hope, we have built community. 
This is not to say that all is done. Despite our successes, we still face 
the painful struggle of building these coalitions as new issues emerge 
and as dollars continue to be in short supply. 
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As a result, lifestyles are being changed. The initial payoff has 
been radically altered sexual habits among gay men. The concurrent 
focus on the injection drug culture has produced evidence of pre- 
venting a second wave of HIV infections among needle users. The 
nxne profound result has been the development of a conununity- 
based HIV prevention model that allows individuals and groups to 
define their own problems and seek their own solutions. 

Our aim in this book has been to link arms with people in every 
conununity of the United States to stop this plague of the late twen- 
tieth century. It has also been to highlight the crucial difference that 
individuals and communities can make in shaping the future course 
of this disease. We can end this epidemic — person by person, com- 
munity by conununity. 
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